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!• Introduction ( \ . • 

Over view ' ' 

hp a i^n : e P9 rt P^sents the findings after" two ye*ars of what is desiqn'ed to 
be a long-term study examining the impact of P.L/ 94-142 The Education fnr 
A Handicapped Children Act, on handicapped children and t eir fa'm s 
Since much of this impact is mediated by the- way insti tutions serving harfdl- ' 
capped children have responded to the mandates of P.L. 94-142, the study i 
subtitled "Institution?! Responses and Their Consequences." - 

. Our sample Consists of nine fiand,icapped children and their familipc; ' 
whom we have followed in-depth as they, have negotiated the 2 d o? hools 
hospitals, clinics, and other institutions serving handicapped children in 
various ways. We have interviewed parents, teachers, therapists SciL 
S d T; niS ^J orS '- tbe child ^n's eval ation teams a d'oth^^ ^e' have' 
observed the children in their school settings. We ^e analyzed records 
evaluations, reports, IEPs as written, and other riCant docSents A^d 
we have attended .meetings where decisionmaking abput education!" ol accent 

wp hL r ^ am J 1 ?™ 1 ", 9 fake place - « Throu 9 h this multifaceted data -co le^tiSn ' 
we have tried to understand responses to the major provisions of PL 94-142 
through the vyes o'f those, affected • in! various ways. 

The Education for. All Handicapped^Children Act • * 

The Education fdr All Handicapped* Children Act of 1975, 'P L 94-142 
•represents the most important legislation for the handicappe L \ltt< 




, tha . ur* V r ■ , WL tf" programs; non-discriminatory 
a w,.; a+ " ? V I 9 t0 be fairly evaluated; individualized and appropriate 
education; least restrictive placement; the right to normalization- procedural 
due process, the. right to protest; and participatory democracy, the fight • 
& TuSn! TsisT *° DartiC1 ' Pate in ^cfsion'-making processes (Turnbu.ll. 
' . * • ■< . 

*nrinrII;?Pc en a t nH l a Prc3v1sf0n ? ° f ^94-142 relate closely to the above I ' ' 
principles, and are commonly seen as the followina: (1) protection in 
evaluation procedures; (2) procedural" dje process ; (3) individualized educa- 
tional program; (4) least restrictive appropriate placement; and >{5) pJrent ' 
involvement. These provision^' shape a„mandato,ry Process of multi-faceted 
tl ISfJ?!k ? ]l n T ng l° r P lacement > Placement decision-making, designing of 
nrnnrtl 2 ■ ?™ 1° • * eet a speeds ^ imp^entati on of that 

Sf'P enod . lc . review of a child's progressed oeribdic 'review or that 
child's prpgram, .including re-6vaiuatipn. ' -* . 



mol and n,7n? ed out - of civil lights litigation of C 1950s and 
Situdonal Hchtf nT? ° f C ° Ur l SU1 ' tS in w * ich '* was f °^ d that the 
1 L T ? Umb6r ° f handi «PPed children were being 
aemed by local and state school systems (Gliedruan & Roth, 1978). 

Rationale for the Present- Study 

D^jngmet related to the principles outlined above .. The present studv was 
•«T| s B EH to provide information that would contribu^^o answ r ng b h 

Of P L 94 142 on Z° I?" 1 1 J* * hC * as funded to exa * ine the ^Pact 
c^rentdlh^tm^es. 0 ' ^ b -ef iciaries-handicapped' 

famine !l Pth st ? d *- of a . sma11 ' numb er of handicapped children and their 
families over a long period of time has proven to be an excellent vehicle 

l ll? y /T r l n9 W6rld 0f these c * lldren and the r fam ies to g * 
UtTnlt °I ^ bUm f imDact °f a Articular law and its accompanying ?eqJ- 
HVrh ;' A "h ^ n . e ^ 1n 9 their world, we have also entered that of ?hei? 
^n? 6 ' ad ^ nis t^tors, therapists, advocates and-others involved in 
shaping and providing educational and related services It ha? not been 
difficult to gather data: the handicapped children themselves Sheir - 
parents, teachers, therapists, administrators and all others Involved in the 

nesf f°t n h 't Pr ° Ce?S 311 ?? d6eply ab0ut ' the effective a' 7'a 'op ia te"- 
ness of. that Drocess, and have been qlad to share their exDeriences Rv < 
and large differences in perspective. tenato be nonl It d ff ere e ' wf'th ' 
the best interests of the children in mind. Terences, wnn 

the flat JnVE" ! U °J*?o crucial to acknowledge and come to terms .with 
tne tact that P.L. 9^-,42 is not being imp ementea in a vacuum ThP f^rv 
states and their 16,000 school districts have had thei> own approached' to 

?he mandates of P L 94 l^fe^ 6 ^ n ?ted, appropriations for implementing 
ine manages or p.L. 94-142 have been well below authorization levels Thus* 
KiLn te H a " d dlstr ^ts tfave been given increased responsibil ty to 'serve 
handicapped children, without a proportionate -increase in- resources to % 



s * '" • \ 

The Sample and the Setting • v \ 

t The rvine children in our study come. from a larger group that all 
. participated in an integrated' preschool Drogram run by a non-profit 
educational' institution >h' a the mid-seventies. As will be seen in the 
case studies themsely.es', this common experience had some influence on the • • 
subsequent educational .history of all these children. But the nature of* " 
that influence- Varied widely. The children in the sample live in widely' 
disparate cqmmuni'ties Yn southeast Michigan, come fr6m a variety of 
family backgrounds, and represent a wide range of handicapping conditions. 

, In addition to all having participated in the preschool program, all 
the. children in the study have been influenced by the fact that since 1973 
Michigan ,has had its own special education law, P. A. '198'. This law was 
designed to be implemented immediately , 'and by 1975-76 mo*st local educa- . '" - 
V? n n5 e ?«i eS ^ EAs) in Michi 9 an wer e making serious attempts at compliance. 
P.L. 94-142 and P. A. 198 are quite parallel in their intent and most of '. 
their provisions. However, the Michigan state law differs 'from. the federal 
law in two notable respects: first, the state Taw mandates educational 
services for handicapped children from birthto age 25, whilf the federal • * 
law mandates 'services from agejs 3 to 21 (to 'be implemented by fal"! 1980, 
state law permitting) ; secqnd, the development of an Individualized 
Educational Program (IEP) in Michigan is divided into a 'two-stage -process , 
requiring two separate committees: an Educational Planning and Placement • 
Committee (EPPC) and an IEP committee. The regulations interpreting P.L. 
94-142 require -the placement decision to be based on the IEP; thus it cannot • 
.be made until the IEP has been finalized.. In*this area, at that time, 
Michigan appeared to be out of compliance. .The state has' since combined | - *• 
.the two-stage process into one, with -placement decisions being based on 
the individualized educational program. \ t ' 

This latter- differente between the state and federal laws deserves, some- 
careful explanation, both to enhance understanding of events described in 
.the cases, 'and because there has been some auestion as to whether in fact '- 
Michigan is acting in compliance with the intent and the letter of -P.L. 94- 
142 'in this area. In Michigan, the Educational Planning and Placement' 
Committee is the body responsible for making decisions. -about eligibility, 
frfr 'special .education services, ana abo'ut aDorooriate placement' and services 
to be received.; The decision ^about placement--for example, in a .self-contained 
special education classroom, a mainstre'amed classroom, or' a shared-time 
program— precedes the formulation of educational .goal s and objectives for the 
year; These latter are formulate^>y a second, „boa?. the IEP cc-nmittee, at 
a later date. The IEP" committee' is'isuaily a 'subset of the E?PC ana formu- 
lation of the IEP is seen as part o^Cthe process of implementing the EPPC 
.decisions. Often, in practice, the IEP .is prepared by the educational 
special ists.'mo^t closely involved with the'child's program, and reviewed by 
the parents. * Rules lapp.lyyig to the composition of the EPPC inj*fichigan are 
the same as-those for' the group preparing the IEPs in the federal statutes.'- 



nf ™? ca 7 es Presented and analyzed in this report thus, reflect the impact 
of Michigan s special education law at 'full implementation, and P L 94-142 

SV^ffi s * a 9^°V mplementation - Because the Michigan Law, P. A. 198* and 
P.L. 94^142 are similar in intent and procedures outlined, there is no sharp 
demarcation in procedures \in use Drior to ' 1 978 (the implementation date 
mandated for P ; V 94-142) and since'then. In fact, the cases could be said 
to illustrate the impact of P.L. 94-142 at relatively full implementation, 
since the state -Haw. was implemented in 1975. 

A Note on Our Conceptual .Framework < "~ 

• t While broadly speaking our research methodology can be considered Xy 
ethnographic. in approach, our data collection- and analysis has actually been • 
guided by very directive information needs. . The case studies, do- not represent 
by any means,, the full story of nine handicapped children and their families 
Rather, they focus on a specific aspect of 'that story , the effects of one 

• federaj law and its regulations on the lives of these children and the nature 
of services .received. Nonetheless we- have attemDted to examine those 
effects, to the extent feasible, through the eyes of those involved in var- 
ious Ways in'the children's lives. We have tried to- understand and inter- 
nalize their perspectives, rather than interppeti ng- what we have seen in the 

• light, of our own experiences and expectations. * . 

' •' • * ■ I- | 

It has proven particularly difficult to not become advocates" for the 
children and their families." As we have come to know them, and they us, the 
demands of the study have inevitably. become intertwined with-the educational 
history of the children and their families. Two examples illustrate how this 
has occurred. When parents "of the children in the study have asked-us* 
questions about their rights under the law, especially when they sensed that 
their rights were being denied, it has proven imoossible'not to provide them 
with the lnTdrmation they needed (for human as well as ethical reasons) T n 
a different vein, our mere presence, at EPPC 'and IEP meetings has been enough 
to alter the nature of professionals' interaction with study parents ih a 1 , 
quite positive way; according to local advocates accustomed to participating 
in such meetings.' " 3 

/ „ 

.To get at the human impact of P.L. 94-142, then., we have had to become ' 
humanly involved witluour study families. We have tried at all times to 
remember our purpose, and especially'to try^to understand the stresses that ' 
professionals are under, and the institutional franjework in which they are ' 
responding to tne law. Nonetheless, the oersoecti /es presented i-n-the studv 
do tend to come more rrom tne children ano tneir families , .ana the reader 
should keep this in mind in evaluating .the findings presented. 

* < 
The Remainder of the Report •'. 

.The remainder of the report will be divided into two main sections - 
The first will be a presentation of six of our total of nine case studies 
The second will be an analysis of the findings presented in these' cases 'in 



,tfie oorftext of wj»t wj? %ee as two. particularly "comprexand crucial provisions 
of tfre law:, placement in the least Restrictive appropriate environment,^ 
parent involvement in evaluation, program planning, and decision-making. 'The 
cases selected for inclusion in this report Reflect particularly clearly the 
issues inherent in. these two provisions of P.L. 94-142.- The decisioa to 
fdcus ouraaalysis on these two provisions of the law was made so that .our 
task wom be manageable, and we might therefore provide timely and useful'' 
information for those struggling to make .t>ese provisions work. .The discussion 
in. the- analysis does 'npt synthesize, Uit ra-ther is designed- to complement, 
tne discussion of'-each of those two' provisions contained in the case studies 
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t . I. Introduction 

"" Brief Case Sketch , / 

/ 

* a u He l^ n £ arfel J was born in May 19*74. She is the younger child of John 
and Martha Fa r re 11 . -Martha had a number of medical problems while she was 
pregnant with Helen, particularly during the Tast trimester, and Helen was 
born approximately six- weeks premature'. An- emergency cesarean section was 
performed, as Helen was in the breech position. Martha's medical problems 

u r fSV rat 2^'u°f ka f i0 ? s in He1en a f ter .birth, led to periodic monitorin 
of. Helen by. the hi-gh risk clinic) at a local university hospital during her 
•first year.- Before she was a year old she wa.s diagnosed as having cerebral 
pajsy, affecting, primarily her.lower extremities." Contact with" service"* • 
agencies began immediately. , 

... , ' « , -"i ' • * 

Beginning -in February 1975, Helen .has had regular physical and occupal 
tional therapy services; participated in three different earl-y intervention 
programs, at times concurrently-; and this year., 1979-80, participated in 
two primary programs, one mainstreamed, the second for physicaJly or "other- 
wise health impaired (POHI) children. She has had regular evaluations in 
au areas-*fine and gross motor development, perceptual development, and 
cognitive development. And she and her parents have had easy access to a ' 
range -.of spec.iajists in all areas pertinent to meeting Helen's needs. 

♦ Yet while Helen has. benefited enormously from the wide range Qf services 
available in- the area in which she lives, a number of problems with a central 
institution serving Helen-the. POHI school where she. has received all her, 
physical therapy (P.T.), occupational therapy (O.T.), and some classroom 
services-have caused the Farrell 's much pain, anger, 'and confusion, their 
problems appear to have been. .largely resolved at this point, due in large 
measure to some of the rights recognized for parents under P.L. 94-142 - Yet 
the Pain these problems caused Helen, her parents, and at least some teachers 
and therapists, has left a- residue of bitterness that will be hard to 
dissolve. v - 

i 

As,will be- illustrated in detail, Helen's case reflects a number of 
themes related to the interpretation of P.L. 94-142." The FarreHs are ' 
knowledgeable, active, .highly involved Darents, whose determination' nas ' 
done much to assure that Helen has haa tHe be'st medical, therapeutic,- 
and educational services available. Yet this same determination, activism" 
a,nd knowledge (Martha is a nurse) has led to conflict with the previously ■ 
mentioned institution about who is to decide what kind of program is best 
for Helen. While aware of £nd using their rights under P I ' 94-142 the' 
.Fan-ells. have teen made to feeT'the fulT'-moral and practical power 1 ' of 
professionals to make fundamental decisions concerning their clients' lives 
While most of the professionals- involved with the Farrells have been extremely 



sensitive, caring, and res pensive ,• at least a few have felt that it was-' 
^ b^^oL 3 ^ res Po nsi Wlity to determine Hel en 's' needs (see Gliedman" 
S Koth, 1980,. Chpt. 8). These latter professionals- have used the evalua- 
tion and placement process outlined in the law to impose -their authority . 
over the Farrells. * v . ' m ' ' 

. A second theme reflected in Helen^arrells ' case has been the difficulty 
of determining least restrictive appropriate placement." Different placement" 
choices have, always been available 'to- Helen, and^all have meant trade-offs 
among various areas (cognitive stimulation', socialization, quality of . - 
physical and occupational therapy). Working these choices out has meant • 
the-fractionalizing of Helen's .full program.. A third thejne reflected in ' J. 
Helenas case has ofen the relationship between public and. private schools ^ 
.^providing/services to her. Helen has attended a private preschool , 'and this 
year kindergarten , .half-time since she was two-artd-a-.half years old; the . ' 
public -P0HI school* si ii.ee -she was four-and-a-half. Questions of. responsibility, 
cost, comrnumcati,on, and coordination of services have had to be dealt with 
constantly. - ' 

.. The Farrells as a 'family are .very tight-knit, .and fully involved with- 
each other. Economically they are, not at all well-off for the time being.'- 
But they have created and maintain' a warm, stimulating, child-centered 
household, and the security of this home^base is reflected in the children 
John Farrell is completing his c,ollege\education; 'and currently works -as a 
counse-lor Martha Farrell is a nurse, and while she could' easi ly*ha\fe -been 
fully employed 'during the children's early years,, she has" preferred to 
work on-call, or part-time. .She has been more directly involved in school . 
-affairs than John, although they talk through important decisions thoroughly ■ 
• together. Johnny, is eleven months older than Helen, and has contributed to 
his sister's development in many^ays. He" has served as a model and guide 
•for her in the preschool they both attended*and now in the elementary school 
And they are clearly friends to each .qt her as well as "siblings; - 

Helen's main attributes, -for the observ'or, are determination and intelli- 
gence. She is at .times extremely" independent,' refusing help;' at time's she - ■ 
seems to welcome assistance, especially. from adults. Sociallv, she has 
always been extremely popular among- ner' nanbicapped ana non-handi capped -peers • 
A tendency by peers and adults to. help her and dote on her— she is physically' ' 
extremely small and pretty— has created*, if anything, .impediments to her ■ ' 
quest for autonomy. > , , „ 

1 * * * % " 

» ■ >- ' . 

A- Chronology of contacts with- Institutions and Service Programs 

" • * ' ■* *' . 

Martha became pregnant with He^en* three months after 7fblimiy J 3^rth--~____' 
•That first pregnancy had-been a difficult .one, and Johnny .was delivered 
through cesarean section, as he was' in tlje' breech position. After Johnny's" 
birth/ Martha had a' borderline h-i-gh blood pressure condition, and there * ' 
was concern over possible toxemia; When it was "discovered -she was pregnant 
again, she was referred to the High Risk Clinic at the local university 

/ * : . r. 



hospital. The clinic monitored her p'reghancy carefully, placing her on a 
low-sodium diet, and checking amniotic fluids in the second and third* 
trimester. , • 

At the first check, it was .determined that the fetus' lung capacity 
was possibly underdeveloped, but at -the second check that problem did not 
appear. Ultra-sound scanning was done, to' determine the position and size 
- of the fetus, and the potential due date. Almost six weeks before Helen 
was due to be born, Martha began to retain fluids, gaining 7-8 pounds in ' 
only a few days. She also had severe headaches. She was immediately- 
admitted to the university hospita.1 , put on intravenous fluids and given 
diuretics. A day after being- admitted, she had an emergency cesarean 
section, and Helen was born, 'in the breech position like Johnny, and six 
weelcs premature. . » • / 

.1 

Helen was small at birth, weighing five pounds seven ounces. Due to 
respiratory problems and her birth history, she remained under observation 
in the Neo-Natal Special Care unit of the hospital for ten days, also 
receiving respiratory therapy. After He ten came home, the hospital's neo- 
natal clinic continued monthly monitoring of Helen, primarily concerned with 
a mild anemic condition, but al so 'concerned about Helen's muscle tone." 
kooking back, Martha remembers' feel ing concerned also about something she 
couldn't quite put her finger on. Helen had an inordinate startle reflex, 
and seemed very tense. It was, for .instance, very hard to bathe her because 
of her tenseness. Helen also had wh'at Martha felt was high muscle tone. - 

At the eight month, follow-up examination, Helen's pediatrician mentioned 
explicity for the first time his concerns .about Helen's muscle tone. He 

• did not mention cerebral palsy during that examination. Upon returning 
home, Martha reports thinking about What the pediatrician had said, trying 
to put things together. As she was describing the pediatrician's concerns to 
John it sudden ly'dawned on her;- "Helen has cerebral palsy." She immediately 
called the pediatrician and asked him, "Are you'telling me she has cerebral' 
•.palsy?". She recalls him replying, well, cerebal palsy is a wide, catch- 
all term, it can mean anything from. the si ightest tenseness to complete 

, disability... I guess you can call it cerebral palsy in Helen's case." 
Sensing tneir concern, ne referred mem to anotner dpctor working in Peciatnc 
Rehabiil-itation at the hospital. This doctor confirmed a diagnosis of dipleaic 
cerebral palsy when Helen was nine months old. Martha remembers the conver- 
sation with thi;s physician ^vividly: 

■ • <s 

"...The doctor was very reassuring and I remember— it's funny, 
because you have' these little fantasies in the back of your 
head about when you have a child, what they're going to be 
- Tjike. I had a friend whose little girl took ballet; and- that 
was always kind of in the back of. my head, that. someday I'd 
have this little girl and she'd be wearing this little dress \ " 
and she'd be doing the ballet. One of the first things the 
doctor said, which was really devastating at the ^ime but • 
probably was the best. thing- anyone could have' said to me, he 

4 . - ' 
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• £ . saidi _ 'I can't looH into the future, but I've seen a lot; 

' * of kids with CP and Helen is not severely affected.- She's 

nothing, to. be a model or a ballet dancer, but people 
won't turn and gawk at her when she walks down the street' < 
either. She's not. going to be real graceful , but- hopefully 
she will walk and she will do things— it'll just take her 
longer.' And the fact that he mentioned the ballerina 
was very good, because it just brought us down to where we 
were and what we had to^expect." - 

" • i A 7c He lT waS devaluated °y Pediatric Rehabilitation staff in January 
' u u lavement in her gross motor ability was noted, and the specialist 
who bad confirmed Helen's cerebral palsy' (CP.) felt "quite encouraged" as 
• to her ultimate prognosis. He recommended to the Farrelfs that they 
participate, at least temporarily, in an infant stimulation program run by 
an Institute for Research and Intervention in Mental Retardation related 
> to the university. » Martha was hesitant to get involved in this "program, i - 
because of the implicit labelling Helen w<f«Nd get from involvement; but it' 
was the only infant program'-of that type at the time. 

♦ * » 

The program at this Institute was multi-faceted. For one activity 
mothers and fathers^brought their children to weekly group sessions in which 
physical and occupational therapists demonstrated activities they could 
engage in with their children; for example, ways to hejp 'relax or stimulate 
the infant, comfortable positions', and related things,, Weekly home visits 
by Institute staff also included helpful advice on concrete and more subtle 
issues, and a lot of support. The program was designed to^make the parents * 
> I- K c ? mpetent - Martha nates, looking back, "When you have .a child with a 
disability and^you can do something about it, even'if it's 'just doing ' ■ 
exercise once a day, I think you feel so much better about it." - * 

The program also had a parents ' .group, which met monthly to discuss '• 
particular issues. It was -a.t one of these meetings that Martha first learned 

, about P.L. 94-142, her rights as a parent, and Helen's rights to a free 
appropriate education. It was also at one of these meetings that she went 
through a mock Educational Planning and Placement Committee (EPPC) meeting 
• F ?. na i ly ' Helen was Periodically evaluated in different areas by Institute'* 
staff. The Farrells remained in this program until mid-1976, utilizing all 
of its services except physical .therapy. They sDeak highly of the'prooram 
to this date, and still use the Institute staff as occasional resources • 

j> counselors and evaluators. • A 

During one of their first contacts with the Pediatric Rehabilitation 
Clime at the hospital after .Helen was diagnosed as Having C.R-. , a nurse 
recommended to the Farrells that they contact Jean Rauth, a physical 
therapist who specialized in infant -therapy and was working with another 
local college that had a special education' school with an acting POHI 
program: Jean Rauth observed Helen, at age 9 months, and disagreed strongly 
with the optimistic prognoses for Helen offered by the pediatrician at 
the Pediatric Rehabilitation Clinic. She felt Helen was moderately severely 

: • » 
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to severely affected by her CP., 'arid would need alot of therapy. She noted, 
in' her report that " I am rather surprised that Helen performs as well as 
she does, since she has moderately severe spasticity." 

Helen began receiving about two hours a week of physical therapy from 
Jean Rauth in March 1975. The Farrells continued participating with Helen 
in the university Institute program. A report in June 1975 indicated that 

,,-Helen was making good progress, and the Farrells were happy with the services 
Helen was receiving. This same combination of services continued for Helefi 
during the 1975-76 school year. No public education agency was involved in 

•planning, placement or programming for Helen at that time, and no one * 
involved with the Farrells suggested contacting the public schools for any 
reason. An April 1976 evaluation by the Institute staff indicated that 
Helen' continued to have significant gross motor difficulties, due to her 
spasticity and related problems, but that she was making progress; that she 
was showing «xcellent cognitive and language development (above average for 
her age); that there was some lag io perceptual abilities,- and that her 
smallness in physical size continued to be a concern. 

In June 1976 the university Institute 's funding for its infant 
stimulation program ran out, and participating fami 1 ies ,wer,e advised that 
the program was being terminated. Around the same time, in mid-May, 
Helen's first EPPC meeting/was scheduled by the staff at the local college's 
special education school, in consultation with the public school's special 
•education department. Helen was two years old at the time. A, consensus' 
was reached at that meeting that Relen would enter "phase I" of that school's 
early intervention program in the fall, and continue receiving physical 
therapy from Jean Rauth (phase I was a completely, individual ized program, 
involving parents; a child moved through four -phases of the program until 
she was, in. the classroom with a large group). 

fhn™I!! % 7 \u* Ch001 year began with Hele ' n receiving regular ph'ysical 
therapy, and Martha participating in a mother 'sT group at the school She 

£orE no th S: 3 me ;^ f ^ W SUpP0rtive f0 ' he ' Jean Rauth was 
working intensively with Helen; their rapport was excellent- and HpIph wac 

making Progress Meanwhile, the Farrells were lookfn for a reschoo 

K^fSJ r r J °- hnny ' wh0 * as three - A Drivate oreschool orogram rWbv a ■ 
local educational rtsearcn foundation was recommenoed-tb them and they 
enrolled Johnqy there. As-they came to know that program, they began to • 

t ns preschool, which ran four mornings a week, might be a good , 
lllnt l, M°-l H f e " alS °- That fa ? ] Xhe Preschool had received a federal' 
Hp?™ ?p ? Xl? t main ? tre f ed Program, and the teacners, after observina 
Helen, felt that she was ready. She entered that program in December 1976 
(She was then two -and -a -ha If years old.) • ■ uecemoer iy/b. 

'hpTph^vJpL? 11 S f - 9? ?' l he 5 0ll ^ e ' s s P eci ' al education school where 

? ? PhyS1 ^ al therapy began 4 undeTgoing a basic administrative 
oTSpIph 2 1 !Io'F Even S ally ; thl ' S ^-organizations t0 have a major iinpact 

■S 12 ? under P L 94.14?., the governance of the school was transferred 
.to the local school district. Also, the school was designated as the Physical 



or Otherwise Health Impaired (POHI) facility for the county, comprising 
ten districts. The full transition Was to take more than a year. However, 
the Farrells began to 'feel some immediate consequences. 

Soon after the" administrative re-organization began, the school's 
administrators, and the staff., of the early intervention program, beaan pressing 
the Farrells to use their -services more fully for Helen. | Arguing that they 

.weren't a clinic, they began to press the Farrells to enroll Helen in the 
classroom program, in spite of the fact that the Farrells had made it clear 
that they preferred the private mainstreamed preschool program for Helen, 
and were perfectly happy receiving just physical -therapy at the POHI 
school^ The reasons for the pressure were not clear. One might have been 

-tfieneed for numbers justifying the school's existence and future "public 

vfunding by numbers of students served. A second reason might have been 
professional concern that Helen wasn't getting an appropriate program at the 

-private preschool . ' * 

In fact, the staff at the POHI school told Martha that Helen needed 
a "complete program" at the school. Martha noticed their attitudes toward 
her changing, also. They' began to act muchlhore hostile, even Jean Rauth, 
with whom the Farrelte had gotten along very well. Martha reports that 
there juer.e a number of meetings to discuss .'the issue: 

"...we had all kinds of people come, from the university 
Institute, Pediatric Rehabilitation, the. private preschool - ' 

program. They all said 'that Helen doesn't need the full day 
program at the POHI school, she was doing very well at the main- 
streamed school .^THe POHI- staff were saying she needed their 

, ■ program for socialization, a complete program finally, they 

Reluctantly agreed to let -her come in for therapy, but there 
was alpt of feeling, and it was very Obv.ious; there were remarks 
made all along, little digs, cracks .once when Johnny and I were - 
waiting for Helen in an empty. cl assroom, she was in PT, the 
, teacher came in and said\ 'it's interesting, that you're willing 
% to use our facilities for babysitting your son, but not willing ; 
to let us use them to serve your daughter..."' 

Martha recalls that tne main feeling she had that year was fear that the 
hostility of the POHI school's staff was going to be turned toward Helen. 
►It was»a rough year for the family, and Martha feels that this was due to 
the attitudes of a few professional s . Meanwhile, Helen was thriving at 
the private prescnool . After some initial adjustments, for example^ -over- 
coming fear, of the other children, she was fittinq in well, growing 
intellectually and- socially. She'was very happy to be with Johnny. The 
teachers at the preschoo\ reported that she was. having a very successful 
experience. T 



. ,,By June of 1977, it was clear that the POHI school staff would request 

arr EPPC meeting for Helen for the fall". Ironically, ,lnhn and Mart ha did nnt 

,want tfte meeting: they were afraid that the delicate compromise they felt - 
they had reached with the POHI school staff would crumble under the weight of 
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professtynal^ajjsensus certified *by a formal placement review. Further, 
-the classroom teacher that Helen would have if she participated fully in 
the earl^ .intervention program was the one from thp "baby-sitting" "incident , 
described above. The Farrells decided to prepare carefully for the meeting. 
Jhey requested that a number of additional people-be present, including 
staff from the university Institute program,, the private preschool, and 
an advocate. ^ 

y , The 1977-78 school year began with Helen in the private preschool 
program four mornings a week; and receiving physical 'therapy at the POHI 
school three days a week in the afternoon. The EPPC was postponed, re- 
scheduled, a*id postponed again. One day in September, Martha happened to 
run into one of the staff fr6m the university Institute in the h;all .at 
the POHI school while she, Martha, was on her way to pick up Helen. Martha 
asked this person, one of those she had requested attend Helen 's«£PPC, 
what she was xloing there. She sai'd that she had come for Helen's' EPPC at 
1 p\m. Somehow, the POHI staff had notified everyone of the revised 
meeting time but the Farr&lls. 

The meeting went as Martha had anticipated; 'The atmosphere was 
confrontational: ,r us against them." There was a lot of feeling, withlhe 
PGR; staff telling Martha that Helen 'needed their program, and Martha 
and other -professionals present arguing that she was thriving in the main- 
streamed preschool program, and only needed the physical therapy services at' 
the POHI school.' The Farrells' preparations for the meeting basically paid 
off- Helen | was to continue in the mainstreamed preschool program mornings, 
receive physical therapy at the POHI school three afternoons a week, afid, at 
the absolute insistence of the POHI staff, receive occupational therapy two ' 
afternoons a week.' As Martha said, they didn't want the O.-T.— she was a 
nurse and felt she could work on the fine motor skills with Helen herself; , 
also, it made Helen's week too demanding physical ly% But they were tired 
of fighting. - 

Thus, the 1977-78 school year progressed. The hostility toward .the 
Farrells^gn the part of the POHI school staff continued and deepened. " As 
Martha notes: "there were days when I couldn't muster ur the nerve to walk 
in the* bui'lding* ,it was that negative." Helen continued to progress in the 
private preschool, but ner scneduiewas tiring her out; 'sne was extremely 
tired, she'd fall asleep on the bus, come home and sleep some more..." Also, 
the occupational therapist at the POHI school began to relate to the Farreljs 
her concern that Helen was learning disabled. In her reDorts, "she seemed' 
to focus on wnat was wrong witn Helen." (Martha feels that behind tneir 
desire to find something wrong was a desire to justify hers being in the 
POHI program.) 



v 
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The 1978-79 school year began, without formal review of Helen's place- 
ment. -'She continued/in the mainstreamed preschool *in the morning, and 
received^. T. and 0/T. in the afternoon. During the previous year, the Farn^tH 
had been persuaded to have Hfelen participate informally during fwn aftPrnnnn? a' 
week in the classroom component of the POHI school early intervention program, 
"to allow therapists to observe in the classroom setting, and thus facilitate 
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•planning for therapy." This arrangement was implicitly formal i zed -a gain , 
.the Farrells were tired of struggl ing-^ahd Helenas week became even fuller. 
Extremely samll in size, and using enormous physical energy to master her 
body, theyiemanding daily schedule continued to be too much for Helen. 'Yet, 
the Farrells report that' the preschool- experience was extremely pos-itive for 
her, she enjoyed it enormously. And in order to get physical therapy, 
crucial to her gross motor and physical development, she had to participate 
in O.T. and the classroom program. 

During the 1 978-79. year it became increasingly clear that Helen would 
need corrective surgery, 'to release some of the extremely high muscle tension. 
While she had made much progress physically during the last two years, she 
continued to .have* "turning-in" Rroblems, balance and postural problems, and 
alot of spasticity. In April of T979, she returned' to- the university hospital 
for corrective surgery. During that spring, Helen's occupational therapist 
had mentioned to the Farrells that she wanted to so some testing of Helen, 

SSUEnS*- 11 - i h6r V e [ e P ° SSible learning and Perceptual problems. Martha 
reluctantly agreed, and then wrote a note asking the therapist to postpone 

It JJSt bec * use of Helen's upcoming surge/y.' The day Helen returned to 
the POHI schop rafter recuperating from her surgery and a bout of chicken- 
ppx, she came home and told Martha she had been tested. 
* sy 
Martha called the occupational therapist and pointed out that this 
was the least ideal 'time for -her to be testing Helen-she had missed school 
tor her operation, was recuperating from that and chickenpox, and by the 
afteenpon, when the testing would be done, Helen was extremely tired. 
Nonetheless,.twq-weeks after the school term ended, the Farrells received 
a report of test results from the occupational therapist. "The report • 
hinted at perceptual -"problems in Helen, and the possible need for her to 
be classified as learning disabled. The Farrells were~tremendousTy upset— 
there was no evidence from her preschool program that Helen had any 
perceptual or learning problems'. • , 

\ "Jhe Farrells arranjed r immediately for an independent, comprehensive 
evaluation of HelerKap/all perceptual areas, to be conducted by the 
university Institute. The Institute had staff with national reputations, 
in the area of learning disability. Testing took place in August 1979, and 
the finings confirmee tne Farrells' beliefs. The findings indicated tnat 
Helen s Overall cognitive/perceptual, functioning (she was five years, tnree 
months old at that time) was equal to that of a child fn first grade; that 
Helen did hot have perceptual deficits: that future teachers shouid"be 
aware, tnat she may De slower in execution of some tests, but tnat sne will • 
accomplish them, especially if sne is properly seated to perform tnem; and 
tnat Helen should not- be held back in any way because of her physical 
handic^o. The Farrells 'wanted the. O.T. report removed from Helen's records, 
but this\was not possible. They have managed, though, to have the independent 
evaluation included in those records. 



The fall of 1979 brought major changes to the shape o'f Helen's educa- 
tional apd therapy program. As in 1978-79, there was no formal review of 
Helen s placement. Rather a process .of neaotiations over the phone and 
during meetings at the POHI school led to Helen's placement in the primary 
program (for children five to nine years of age) of that school in the" 
afternoon,- with a new teacher, and new. therapists. Also, Helen entered 
the elementary program of sthe private educational research foundation five 
mornings a week., Johnny held entered that program a year before. ' 

While continuing the last year's pattern of an extremely full, 
demanding day for Helen, the new placements eased many of the pressures on 

. the Farrells. For one thing, the new teacher, physical therapist, and 
occupational therapist were much more open, supportive, and sensitive to. 
the Farrells concerns. They didn't impose their authority on the Farrel'ls 
And they seemed to really, care deeply about Helen. (Jean Rauth, Helen's ■ 
physical therapist for over three years also cared deeply about Helen, 
a"nd came to be a special figure in her life.) In the mainstreamed elementary 
program of the private school , Helen again had to make the adjustment to 
a new-physical environment and new children. But her and her family's whole 

'historical experience with that institution- had been very positive, and she 
made the transition easily, 

\ In fact, one of the ironies of the Farrells' two" years of particularly 
harsh conflict with the POHI school administrators and early" intervention 
staff was the constant comparison being made in the Farrells' minds between 
th^' two institutions. Martha has said that the private school was "the 

-only thing that kept^us going during that period." For example, during 
HelenVs operation, the, children* in her class all made gifts and had them 
brougftttoT her. The teachers visited her, and took photos; when she 
returnedno class-she use^d the photos to. describe 'the whole experience 
Jean Rauth was apparently the only POHI staff member to visit her, or do 

something to help^her through that period. ' * 

■ UT Durin 9 the 1979-80 school year, the Farrells ' "■feel ings about the 
POHI school expedience for Helen began' to soften, and they Began 'to see more 
positive aspects of it. The change of staff made a big difference. Also 
the Farrells came to see that it was just as' important for the development 
of Helen's sel f -content that she soend time with other Dhvsicallv hancicaoo«d 
children— they have neeas and proDiems similar to hers— as with non-nandi- 
capped children., 'Helen hersetf said td Martha one day this year: "Every- 
body can walk and I can't." The year was a good "W /for Helen, with progress 
in all areas or development. She seemed to like botn oroarams, and came to 
respond better to the- physical and mental 'demands of a very full day. 

Nonetheless, the Farrells came to feel during the spring that 
academically they wanted her. to have one first grade program during -the 
1980-81 school year. "Shared-time" would possibly be more convenient f 
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the ROHI school staff, but not for Helen. The first grade placement 'they 
wanted for Helen was the mainstreamed private school program. They liked 
the POHI primary program— the teachers and therapists, said Martha, "actually 
see her as a kid, they always have something positive to say about her." 
But the mainstreamed program had a full -day first grade that wasn't easily 
divided; and it was the l*ast restrictive, yet appropriate, environment 
for Helen, The challenge was going to be to get physical therapy services,, 
without the full program, from the POHI school. 

An EPPC meeting was called for the end of May ,1980, the first formal 
placement review in^almost three years. -Again, the Farrells prepared 
thoroughly, this time requesting the presence of two advocates, both well- 
known, and respected in 'local special education circles. The POHI schoe-1 
principal chaired the meeting. In attendence, aside from the POHI primary 
staff, .was one of Helen's teachers from the private school, and the Director 
of Special Education of Helen's fame school district. A high-powered group 
had obviously been assembled for the meeting.' * , • 

The .EPPC started out with the normal routine for such meetings in this 
particular district-. Teachers and therapists gave progress reports. The 
summary findings of all recent evaluations were reviewed. The nature of . 
Helen's current 9 program was reviewed.. Both classroom teachers pointed out 
that Helen had made good progress cognitively and socially- that year. She 
had become less dependent on adults, more dependent on peers. She Was totally 
functional tn class, and was only constrained by 'the fact that she completed 
tasks ntQre slowly than non-handicapped peers. Helen's physical therapist 
pointed out that a continuing combination of* weakness, tightness, and 
imbalance muscularly and neurological ly was slowing priogress toward indeDen- ' 
dent walking.- She was concentrating, "she said, on the individual hab.its that 
make up walking, the quality of Helen's gait. She wanted Helen to learn to 
monitor her own' movement. Posture, and center of gravity, were other' issues. 
The occupational therapist was somewhat ambivalent in her report. 'While 
mentioning a number of tasks that Helen had accomplished, she- emphasized that 
she did things more slowly than normal. Both therapists said 1 that 'Helen is 
very functional— "she's a*ll over the placed 5 ■ 

Next , the principal of the POHI school laid out what he saw as 'the four 
reasonable alternatives for. olacement for Helen the f c i lowing* year! ' T.nese 
were: regular publ ic school, first graoe ful 1-time;- regOW' first grade, 
plus support services (teacher. consultant, therapists); shared-time: regular 
first grade and the POHI special education class (self-contained); just the 
POHI special education .program. At tna£ ooint, aware of an obvious aao in 
the alternatives offerees, tne district-special education director pointed. ' 
out that "parents also have an alternative available to them, which is a 
'private program, outside the public school system; but a school -based' committee 
would not recommend that kind of placement." . - - 

t A discussion of'tje gubUc school alternatives ensued, "with all partici- 
pants, including Martha Farrell, discussing pros and cons. It began to be 
clear that the shared-time option ,'was the alternative of cho.ice of all the^ 
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JSi uof f aHd ,S f u the distric ^Special education*' Director. The reason was . 

' e^ronle 6 t^X f 1"! ^h"' ° f b ° th W ° rldS: ' hal - f " day of a ^'stream 
environment, half-day of the unique services that only the POHI school could 

provide .(for example a'POHI .certified classroom teacher), the dlsSsslSn 
turned on whether Helen could have a successfully coordinated program ITth 
effective therapy, if the therapists had to go out to' a local school to work ' 
fn h6r h K the -° rtly need f V Helen - t0 ^ ™ a *ore restrictive environment 
Sit&ft ^^t?™***" 1 '*? ~ * e « to a less "* 

for tie fSaS R? in i;°" e M° f ^ he + f dV ° Cat f ask6d Martha t0 express' her desires 
IhL:5 V ;! V ear * Martha then " said tnat sne ' d ^en very happy with 
For at least fir,t e n^Hp Ut cr S b ?9 inn ; n 9. to be m0re <*n«rned with academics. 
IcLrt Inu \il ^ ' she * aid > sne ^ ant ed to have- Helen at. the private 

from thl l ,hf 5J e : r Ki? P ?^ S1Cal the ^ Py and occ ^ional therapy consultation 
from the public schools (i.e., ancillary special education services). 

The 'Director of -Special Education, who had 'been acting somewhat as an 
intermediary during the whole meeting, then explained thatMartha was in 
effect requesting that Helen be withdrawn' from the public schools, and that 
the referral process for special education services for Helen 'would have to 
begin again with another EPPC convened. She pointed out that all private 
schools in the area can request , special education services, and that thev • 

SJltiSl^^u 1 ? 6 C ° Unty off . i «.to-'deten,1ne the. equitable amount of 
services to-go to -Helen:, they had "to assure equal delivery aiven resource; 
of services to -public ana private school children . y ' 9 6 re v sour ces, 

- . • . \ i 

oroc2r P %lr C t a \ f the + SC 5 901 £hen l aid: " this . is- an Educational 
procedure^ me..-. I came here today prepared. to collectively come to a 

recommendation for an appropriate program for Helen.. .1 think at this^ • 
tnHa m We '^ Say J ng thars not 5 coll ective decision., we 're going(tXmake 

SSi , ,m r ?;t Farre 15 making that ^ c i sion '' At that 'point the meeV^ 
broke up into small groups.- - * v — * 

Upon re-convening, the's'pecrtl Education Director, ^who had in effect ' 

SSll^i?^S ?t - at 3 6 7 S ^ ■° ffered ' a c ™*™ise: while shared-time 
usually sieant 50/50. in Helen's case. t^'ccu-ld see SO^Cbe^na aoDr^rW 
wi.n tne private scnool program oeing -60", and Helen "remain ina a pudnc " 
school student. -It had been, clear throughout the" meeting that'the director 
9 enU ™ e y wanted the best P° ssibl e Drogram for Helen, and that she thouaht 
tne sn-ared-time-oDtion would give Helen tne best of botn worlds » T-h^ 30" I 
staff, on the other nana, felt ttjat they wo*id have aYot of prob lems'cooraina- 
ting services with the private school (.which was only five minute's away) if 
^i?V SUt ^ Sed their P nvsic ^ tWapy .services. Also, they'felt that<a non- 
POHI trained classroom teacher, however well-intentioned-, couldn 'tWeNlelen 
the kind of .al^-a round classropm program a ppHI certified teacher could. The 

Eu^ut***^ teacner said tnat tn ey would be glad to cooperate in anyway 
tfle POHI staff felt useful and" appropriate. • 
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ha remained" adamant, in her desires,' saying that she 
disruption to Helen's progaam. The Directoe-of 
•%a v ,final gesture „of compromise, reminded the group ' 
weeks into the next ye"aV they could. always call 
Sthings; that placement is a. "fluid thing/ "We«. 
j?ur judgment," she pointed out, "and I certainly 
£};opinion." She promised'to try to arrange the next 
t e of June-, to determine how much public school ancillary- 
receive^ and to begin to work out logistics of service 



. The meeting was an open and nonTantagoni^tic 1 one, especially compared 
to past meetings and the one previous EPPC . A less restrictive alternative 
than the PQHI school clearly'was open to and appropriate for Helen. The 
question then became one of degree of continued participation in the POHI 
program. The presence* of two knowledgeable, wel 1 -respected" advocates., 
with whom the POHI staff hat! had previous contact at numerous EPPCs,- 
contribufed to -a,. spirit of" negotiation,. The professionals at that meeting 
clearly were not happy about the Farrells' decision not to use POHI class- 
room services. But the weight of their consensus' was not enouah to ovprcore 
the weight of Martha^ Fa-rrel Is' and her advocates' consensus. The amoyot of 
ancillary services.. Helen actually gets from the public school POHI program 
next year remains- to be seen. - . 
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II.. The,.Farrell Case" and the Five provisions of the Law « 

Protection in Evaluation Procedure^ e ^ . . * 

x • * , 

Since Helen's cerebral palsy was diagnosed when she v^as eight months* 
of age, she has been evaluated regularly *nd comprehensively, and under 
non-stressfu-1 -conditions, in al.l but one case^ to be 1 discussed. Tests -and 
evaluations have' been conducted by the university. hospital Pediatric 
Rehabilitation Clinic; the university Institute'for Research and Interven- . 
tioh in Mental Retardation, and the Physically or Otherwise Health Impaired 
schooJ staff^and consultants.. Evaluatofs-have^reportedly been professional, 
well-trained, and sensitive to Helen's style of functioning. Reports have 
been summarized in easily understandable language, fo* the most pan.. And 
evaluations have been co^efucted .to pnotfide- concrete, useful information to - 
Helen's physicians., therapists, teachers, and parents. - 

Two issues— one major, one minor—provide exceptions* to Helen's 
protection in evaluation procedures. The major exception was the occupa- ' 
tional therapist's decision to go ahead and test Helen in the areas of 
perceptual and learning ability immediately upon her rettirn to school after 
•her corrective surgery and a ctfse of chickenpox in April, 1979. The Farrells 
had specifically reqi/fcsted that the therapist wait Awhile so Helen could 
regain some of her strength and re-accl imate 'herself to school and school- 
like tasks. Also, they did not want Helen tested in* the Afternoon when she 
was generally fatigued. It fs difficult to understand why she went ahead 
with the testing when she did;' why the chose to interpret the ambiguous 
results of the testing in a "way that contradicted general perceptions of 
Helen's functioning; and, most importantly^ why she did not inform the 
Farrells of the testing before it was done, . N • \ 

taking* recourse under the ^protection in v evaluation provisions of P.L. 
94-142, the Farrells have b^gun efforts to have that report removed from 
Helen's file. Also, they arranged ror an independent evaluation of Helen 
in, the perceptual/learning area;*this evaluation has been x -placed in Helen's 
files and was considered and accepted at her'recent EPPC. 

..%he second issue providing exception to adeauate protection,* in evalua- 
tion procedures in Helen Is case is a minor one, but nonetheless wortn 
mentioning. Some of the POHI staff involved with Hejen— nctf all—have 
us-ed evaluation opportunities to focus on what Helen can't do,, rather than 
what she ,can do. The negative focus has^often been* subtle— a matter of \ 
emphasis, a tone of voi.ce— but it has had a strong impact on tne Farrells). 
They know Helen has 'to struggle to accomplish certain tasks; but they also 
know that she almost always accomplishes them. Most professionals— including 
PQHI $chool staff— have* nonetheless been more positive in focus, while not 
glossing over Helen's struggle^ ta achieve "mastery of. her body, apd "the 
positive" has been a great source or support to "the Fdrrells, 



_ - The Farrells have always- had access to, .and in fact have a file ' ' 
containing, al 1'evaluation reports- /f or He^en.. They have also had ample 
opportunity to discuss- evaluation plans and'findlnos with-those providing " 
Services to Helen. In general,, the regularity, fairness, and thoroughness 
of evaluation procedures have been significant assets in the process of 
planning and actually implementing services to meet Helen's needs, especially 
complemented by the Farrells' opportunity to express their perceptions 



Procedural Safegirards • ' 

Again, with one exception, ,the lette)fer,if not always the spirit, of 
the law has been- fo 11 owed j'n .Helen 's case in this area. The right of 
Helen and her parents '-to consent or refuse consent for evaluations has 
been observed; a uniform evaluation, placement,' programming, and re-evaluation 
procedure has generally been used; notification of EPPQ and IEP meetings has, 
with one exception, been provided; confidentiality of records has been 
assured; and, the Farrells have been aware of, though not tempted" to use, the 
right to a due process hearing, aTid the right to appeal and review hearing 
findmgs-. * . 

The concrete exception to adequate -procedural safeguards was the % 
instance in the fall of 1977 when -the re-scheduled £PPC meeting for Helen 
was held apparently without the Farrells ' prior knowledge. Martha recalls 
being told that two alternative days were being considered, but she does' not . 
remember receiving -written ootif ication of the date finally chosen. The 
people the Farrells wanted at that meeting had been' properly -advised, and ' 
Martha's incidental appearance at the PQHI -school assured her participation. 
Nonetheless, there remains some question as to the appropriateness of 
holding the meeting when the Farrells had riot indicated knowledge" of it, ' " 
or tha^they',d be there. • ' 

• A less concrete exception to adequacy of procedural safeguards for 
Helen and the Farrells, but possibly a more .profound one, can be-rfound in 
the questions of whether the POHI school staff have followed the spirit of 
the law with, regard to decision makina about placement for Helpn. During 
the early years jfjjel en's contatx with t.iem tney placed enormous pressure 
on the Farrells po use more services than the Farrells wanted, for Helen. 
Their implicit, and at times explicit, condvtYet/s that HeleD "participate in 
their classroom program in, order to have access to .therapy services made 
life difficult for tne i^nole family,- ana physical!*/ stressful for a child 
already urider physical stress due -to tffe nature. of" her "handicap. - While the 
FarrellSsWere never explicitly by-passed in' decisionmaking with regard to 
Helen, their desires were submerged by the weight of professional authority 
used to pressure them into accepting conditions they found unacceptable. By 
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combining th ei r weight with that of two advocates, and due to the inter- • 
•cess-ion of th* local Special Education Director, the barrel Is- were able 
to more affectively confront professionaf authority in the recent EPPC 
meeting-. ' *- 

In geheral, nonetheless,- procedural safeguards have acted to protect 
Helen and her ^rents' rights. The Farrells have undoubtedly -had more 
influence over the decision making process for Helen than they would ha^/e 
it thfey had not. had or not been aware' of their legal rights to influence 
that decision making process, and appeal decisions- they found 'inappropriate . 

Individual ized "Educational Program * .' • -. \ 

~~~ ', • ~ ~ . ' , > . 

As has been mentioned in earlier reports of study findings, major 
placement decisions in Michigan are hand^througb the mechanism of -the 
EPPC meeting, with lEPs having perhaps mWdetaileU, logistical functions 
than in other states. Michigan's t\vo-step process stretches out the ' 
decision making process, which "has both advantages and disadvantages (to 
be discussed in the annual report). In. considering this provision of the 
Law for our -cases, weUhus* must consider both. aspects of the' process. 

t Helen, who was diagnosed originally at age eight months and is now - 
six years old,> has -had three EPPCs and a number of IEP and IEP reviews ■ 
Her first formal contact with the public schools was .through an EPPC - 

?S et iUSr hel 2 , Sn * wa5? two yea ' rs °- f a 9 e; tne meeting was initiated by- ^ 
the POHI school, then still part of the state university 'system A 
second, EPPC was held in- the fall of 1977 S year later!- and thV'third was 
held in June 1980, three years after the second. 

iri-77 Th6 ^ I s ' some question as to why an EPPX was not called during the 
197/ to- 1980 period, especially as-a number of placement issues have con- 
stantly, been present in Helen's case/ Martha reports "wanting to leave' 
well enough alone," and also, simpi'e weariness at the constant battle to ' 
keep Helen in the private, mainstreamed preschool and primary programs-. 
.She "was afraid. the delicate truce with the POHI schodl would crumble vf 
placement was regular:./— ann*auiy--naae a ?or»l :ssue. It may pe znaz the 
POHI school staff felt the same as the Farrells: they too didn't want to 4 
upset a delicate balance. Nonetheless,, a major transition in .Helen's 
educational life took Dlaee last fall—from prescbool to primary school — 
with no formal placement review taidng place. * • 

From analysis of the records it appears that IEP and IEP review meetings 
have been conducted regularly .for Helen during at letst the last two school 
years. These were the years during which she participated in -the- POHI 
school classroom program, as well as the private school proaram, These 
IEPs have been held in the fall, the' Farrells have been invited and have — 
participated, and concrete goals have beenj.aid out during the meeting 
The IEP reviews have alsb been appropriately conducted, with advanced"' 
notification for the Farre.lls, and assurance of .their participation, and- 
with a review of .goals set in the. fall. Goals established in tne fail have 
been used to guide Helen's program as $ar as can be ascertained. 



• If 'there has been any weakness in the IEP process, it- has been the 
lack of involvement of the private school -staff serving Helen in the 'pre- 
school and primary program. There has to* the present '-been *o real effort >.• 
on the parts, of both institutions serving Helen to coordinate planning and ' 
provision of -services. This is probably due to the fact that one of thosV~ 
institutions is a private school. The IEP process. is viewed bv public 
schoo staff as a process -that they have to comoly with. Wh.il e the' private • 

. school staff have planned an individualized program for Helen every year 
.they haye done so because they do this for all «&ldren. In particular,' * 
the lack of input from 'the therapists at the POHI school as to what gross 
and. fine motor activities and behavior are most- crucial for Helen to work 
on has probably. weakened si igntly the value of her private school program.' 

/ The Farrells have had no problems inviting' people that .they want 
present at EPPC meetings, and these participants have been free to • 
contribute. At the -recent _EPPC, a representative from the private- school - 
was in attendance, and made a valuable contribution to the meeting. The ' 
IEP meetings have generally had more limited participation,' probably 
because they are viewed as operationally oriented rather than decision 
oriented. . ' 

* . - - 

' ' ' . • ' .» X 

Least Restrictive Environment 

This provision of P.L. 94-142 has - proven to be especially difficult 
to interpret and reach 'agreement on in Helen's case. The nature of her 
therapeutic needs has been generally clear-cut, and she has received 
excellent ^erfepy over the years. A great deal. of conflict has^ been engen- 
dered, though, over the classroom program most appropriate for Helen. The 
•Farrells have felt that the. mainstreamed Dreschool and primary program at 
the private school is the least restrictive appropriate environment for ' 
Helen. The # POHI- school staff have uniformly felt that their early inter- 
vention and primary classroom programs— sel f -contained special education ' 
classrooms, unambiguously more restrictive— are more appropriate fbr 
Helen. Physicians, therapists, and teachers .from the university Pediatric 
Rehabilitation Clinic and the Institute previous 1 v mentioned have aeneral 1 v/ 
.agreed witn tne Farrells. . • " . 

* • 

What has resulted from this conflict of opinion, at least until the 
present, has been a compromise: a shared-time program with .Helen partici- 
pating in the private^ mainstreamea b^oaraw in tne morning, anq tn° seK- 
contained POHI program in the afternoon ."' The SpecTal Education Director * 
feels that Helen has had the best of both worlds. 'Helen herself was un- 
happy the first year of this' arrangement, happier this vear", but both 
years a yery tired child at .the ehd of the day. -The Farrells are beginning 
to feel that this ".compromfse" is a compromise, with Helen's academic future, 
especially as she enters first grade. That is why they asserted their ' 
feelings again this* year; risking ^ relatively satisfactory 'arrangement, 
in order to achieve an excellent one. - \ 
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Since all the available evidence indicates that Helen was thriving 
academically and socially in a less restrictive, mainstreamed environment, 
what grounds have the POHI staff had for arguing that a more restrictive 
is more appropriate? First, they have argued that Helen can have a more. '' 
successful program from a therapeutic viewpoint if her teacher and thera- 
pists are part of a closely knit team whp know each other, and see each 
other regularly. Her physical' and occupational therapy can be more fully 
integrated into her classroom program. at the POHI school. Second, a \ 
PQHI certified classroom teacher herself. ^an more effectively meet Helen's 
needs. Third, there are many positive 'aspects to Helen being around 
other physically handicapped children. They are people, too, after all, 
and suitable peer models' in their own way. Also, her "self-knowledge" 
needs to face that- part of her life to develop realistically. 

The Farrells have argued, as have others involved, that with some 
.effort on the part of the POHI staff, effective physical theraDy and 
classroom support can be provided to Hdlen in a mainstreamed context; there 
is no excuse for her to not be fn that context. This is especially true 
, since there are no doubts about her ability, to thrive in that context. 
Certainly, extra work will be required of all those involved in providing 
educational and therapeutic services to Helen. , But the Drivate school 
and POHI school are 'only a half mile'apart. 

Helen's case would seem to be less ambiguous than most in this area, 
the trade-offs are fewer.. Yet the POHI staff, have seemed to take the 
Farrells' desires- to- have" Helen in the private school as a personal affront. 
The Farrells appreciate and respect the efforts- and abilities of the POHI 
school staff. .They just *want the least restrictive, -yet appropriate educa- 
tional experience for their child. They. don't disparage or look down on 
Helen's handicapped peers; in faqt, :they ; respect these children all the 
more because they know .intimately the courage all of them have. They just 
consider the POHI- school environment jnoze restrictive in many ways than a 
•regular school environment. : . y . 



Parent Involvement '• • ' • *\ . ' . ' 

— " : — ~ " .• 

^ .The Farrells, particularly Martha, have-heen activelv involved in almcst 
Sit aspects of Helenas educati-on and tnerapy since, tne time she was diagnosed 
at efght md.riths 'as having cereb/al 'palsy. The^ have played a role in all 
educational:. placement decisions, 'and frequently, used their rights under 
the law to influence decisions being made.. Their 'full involvement has been 
made possible by professionals -who, at 'a minimum, to-1 erated rthem, and in 
most cases'-wel corned their involvement. Procedures for involving them have' 
always been' present, -and almost always been utilized appropriately. 
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HI. Major Issues in the Farrell Case 

The overall impact of P l 94 la? *u 
been positive. The major provisio « of ?Hp f/" 6 ° f Helen Farre11 has 
for a process of -evaluation and ?I r ° , aw P rovid ed the- structure 
harmonious, *as been re sonab y f r TnT negotiation which, thouS oot 
out m the law; Helen 's parents 1, ih r ? Per \ Wi - thout the nohts spel led 
over the decision-making SL r^ c * rta } n] y have had less influence 
constant push for her'to' b ° a e S Tres?r ^ lacem ?"ts, and t el 
had less precedent and legal jwtlfllattS \ * env7r «t would have 

' ^ heen the institutional 

a -M^ 

-to accept^ a pl acement for HeSJ t^ 1 ^^^^^ Fa ^ lls 

case ?s" JhTconJL^ re'spo^sfbn^^n/?^ 6 tSSted in Hel ^ Fa r re 11 "s 
least ancillary services , °f the public sc hools to make at • '' 

Private ychoolj at- t'eir I s^c tolce^ W Chl ' ldren a ~ 

■ app C ar e t r o Vi b P eS |- Whether ^ P^a? School ^ 0ther i cM,d X'nng 

SRo ee^/ieTin M « !?{ S ^ ^afthe trS s^Si* 
.P;oviding services to POhf JT q - h f Sf^" 5 * 1 *"* 10 " responsible for 
-hools^. This whole issue SlTK^JJS as" &^ 0 T" ir ^ 

' l mobl 1 7?y e r n ?Ky^cJ 1 S a™SdS ,nar f Sf i C - pr ?9 ress "'achieving functional 
competent physicifns, ?he?Wsts In**?*? part due ^ the\aE S 
m part to her Da r e , ts ■ lev- 4* TX '^t-t Wh ° have w °^ed with her- 
m part to her own de-e-n>*t d \- er ™,^tiOp :n a: she have -e best 



JOSEPH EDWARDS 



I. Introduction 



Brief Case Sketch 



Joseph is the only child of Mary and Ernest Edwards. He was born in 
February 1973, and immediately diagnosed by the attending obstetrician and 
a team of consulting specialists as a 'Down's Syndrome child'. After the 
initial shock wore off, the Edwards' set' to work organizing .themselves and 
their lives to meet Joseph's needs. They had to* learn everything they would 
need to iknow: what kinds of services Joseph -needed, what options were 
, available, how to evaluate those- options, how to .work with professionals, ' 
what rights and responsibilities they as parents'had, and what rights Joseph 
had, and- perhaps most importantly, how to come to -terms with Joseph as a . 
handicapped child and a person. This- case-study is largely a description • 
of that learning process and its effects. 

Ernest and Mary Edwards are in their early^ thirties. A few years 
after Joseph was born they decided not to have any more children. Mary 
Edwards is tall and slim, with dark hair cut short.' She projects an air 
of quicks intensity and seriousness. Since Joseph's birth she has devoted 
herself to his care and education, her concern translating into a growing 
activism. on behalf of Joseph and other families wiUh* handicapped children. 
She has worked with various organizations serving handicapped children and 
their families^ has taken a course in parent advocacy, has served as a 
parent, advocate a few times for families with handicapped children, and has 
run a parent's group.. She has been invited to speak to students at local 
universities, and to. professionals at local conferences. But most importantly 
for purppses of this study, she has thrust herself into the middle of Joseph's 
education, monitoring the educational process for him far more closely 
than most -parents', even these with" handicapped children. ' • 

Mary 1 has at this point achieved an understanding, depth of perspective, 
and .empathy that she herself acknowledaes is the result of a lona and pain- 
ful process. Her struggle to accept tne nature of Josepn's aisaoility' nas * 
been difficult. She has gone tKfcorigh the mourning process it is said many 
parents df handicapped children go through— shock and bewilderment, denial, 
anger, hostility, and anxiety, the beginnings of adaptation, reorganization, 
and finally, ongoing adjustment, Her relationships with professionals, wnich 
with some" justification—as will ,be described— started" off guarded and some- 
what suspicious, have improved steadily over the- years. And -she has learned 
how to constructively "work the system" to Joseph's genuine benefit,' educating 
herself in the law, and in -the ways of the educational bureaucracy. * 

Ernest Edwards is also tall, glasses and a diffident manner giving him- ' 
an air— confirmed in his behavior— of thoughtful ness and duiet studiousness . 
He has worked as a skilled engineering technician,, and has recently completed • 
a bachelor's degree' in Business Administration, working and going' to school 
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evenings. He has also been deeply committed to seeing that Joseph has the \ . ' 
best and, most appropriate education possible, , and has made sure to 'vis.it ^ 
Joseph's classroom and participate in evaluation and decision-making meetinqs 
He and Mary work very effectively together as a team, 'each bringing different 
strengths, but both extremely dedicated to seeing that Joseph has an opportunity 
to reach hjs as yet undefined limits. 

Joseph himself is friendly, extremely eager to enter into interactions ' 
with those about him,, especially adults, and very determined to achieve 
academically and socially. Over the years, teachers and evajuators have 
constantly commented on his high level'of adaptive functioning'— both cognitively 
and socially— his desire to communicate and engage the world, and his deter- 
mination. He has been somewhat constrained by limited ability 1n expressive 
language, anff some gross moior awkwardness. But he has adapted well to * 
these organic constraints, and found effective ways to communicate and parti- 
cipate in all kinds of activities. , 

The Edwards provide a stimulating, educational, and caring home environ-* 
nt for Joseph. Their hous«e, is full of toys, learning materials, books, and • 
lated materials for him. Martha has 'devoted innumerable hours to trans- 
porting Joseph to various activities. Ernest, in spite of a demanding- 
schedule, makes sure he has time to play with Joseph at home-. Both parents' 
have reorganized their lives around Joseph's situation and needs'. 

A Chronology of Contacts. with Institutions and Service Programs 

Joseph and his parents have been involved with various programs and' 
services for handicapped children almost continually since his birth. Mary's 
pregnancy with Joseph was normal. . She was heaithV; Joseph was carried full- 
term;'the delivery ,was normal. Joseph weighed 6 lbs. 14 oz. Immediately 
upon examining Joseph, the attending 'obstetriciin, suspected Down's Syadrome. 
Ernest recalls finding out on the telephone— he had been at work. Two things 
came to ^ind— his brother, who was also retarded; and the 'notion of Joseph 
as physically deformed. Both Mary and Ernest recall that the shock of finding 
out was tremendous. / 
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One of the nqrses at the hospital where Josepn was -born a*1so had a 
Down's Syndrqgie child, and probably sensed what the Edwards would soon be 
going through. She thus asked the attending* obstetrician (the Edwards' own 
Elector was on vacation) if she could arrange for a public health nurse to 
visit the Edwards at nome. There was no problem, ana the Edwaras received 
their 'first visit when Joseph was eight days old. The public health nurse 
visited the Edwards periodically during those early weeks, '"to see h<3w tilings 
were .going", and provide information about Joseph's needs. The Edwards were 
al^o very interested in finding out about available Services for Joseph. 
Thus, the public health nurse contacted an Institute doing research and 
running programs for mentally retarded children, attached to the local - 
university^ and also the intermediate educational agency special .education 
services division. " 
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n 'Joseph and his parents began participating^ the early intervention" ~ 

program of this Institute' when Joseph was 12 weeks old. The program 

I \ S IH °. f hom f visits. by professionals to share information about Joseph's 
El£ "J.^" 5 ^ activities to enhance his development* some center- 

Frlti I He 65 Z J ° Seph i a ? d monthly parent Meetings ^ the Institute. 
Ernest recalls, with some chagrin, the early home visits: 

, "..-the folks who were coming made us feel incompetent; 

...they suddenly showed up one- day, we didn't know why 
■ they were visiting. . .suddenly, here are these people 
coming into your home, telling you what to do- with your 
child; also, they weren't truthful with us on some 
'things. ..we were told we had see a social worker to 

- get services through the program for Joseph,. that it 
was part d¥ the requirements for everyone participating 
...through records we later acquired we found out that 
this was not the case, they felt that we needed help..."' 

The Edwards had a more positive experience with the monthly parent 

J 6 fr0m the in " f °™ation shared, these meetings led to the' 1. 

-taEilS i£o a ^Tl 9 [ 0UP ' which f * ary c « haired from ^s inception -, 

to early_1979, and in which both Mary and Ernest have remained active The 

opportunity tq share feelings, experiences, advice and information has been * 
ZLll It \ ? r P a ™ ts 1 involved - Participation^ the early intervention 
dpSmpIt "el.Ped stimulate the Edwards' concern for Joseph's" cognitive 
development which m turn led to their efforts to learn as much as they 
could about- this area of human development. 

The public health nurse also connected the Edwards up with the 
special education program of the intermediate education agency servinq the 
county un which they lived. This led to some information gathering on the 

rrllitl a9 ^oorf aTT ;- an V 0 the first Educational Planning and Placement"-^ 
Committee (EPPC) meeting* for Joseph, which took place in October* 1973', nine 
months after Joseph's birth. The special. education staff participating } n 
this, meeting Recommended ^to the Edwards that Joseph participate either in 
the day training center program, a day care center program for. handicapped 
children,, part of the county's Mental Retardation Service Center, or a - 
day program^ for multiply handicaDDed children. Thev were also offered 
occupational tn^rapy cdnsul tation , speecn therapy, and social wor K er services. 
The Edwards decided to Visit the two. center-based programs and then select * 
one tor Joseph. They would also continue in the Institute early intervention 
program. % ^ 

They cftose the day training center program* and Joseph was enrolled 
for two days f^kj. Butrty ; November, the Edwards had decided to withdraw 
.him from that progiJMff^n a'tet^r -to'-the Menta-1 Retardation Service Center 
director, the Edwards wrote that scheduling and transportation conflicts were/ 
■forcing them to withdraw Joseph from the program. As they now recall* the 
more basic reasons were their . satisfaction with the home visit- program, their 
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feeling that Joseph was functioning at a higher level than the other, 
older children in the program, and the general feeling that two days a 
week in a relatively, unstimulated, setting would ndt do much for their • 
child. This was the first manifestation of the activism that would char- 
acterize their behavior with respect to the school system in future years. 
They report not being aware of any laws to protect them or Joseph at the 
time, but being clearly aware of their rights as parents. » • 

Joseph and his parents continued participating in the university 
Institute's? early intervention program during the 1973-74 and 1974-75 
school years. Reports and evaluations from that period indicate steady 
development in Joseph in most, areas, with continued lags in language ^and 
gross motor abilities. He is reported' as high functioning, active, and 
very adaptive. These s^me reports -suggest growth in the Edwards—in 
continually improving relationships with professionals, in their knowledge 
of and persistent interest in child development, and in designing strategies 
to meet Joseph's needs. 

By the fall of* 1975 there were indications that the university Institute's 
early intervention program was going to run out of funding by the end of that 
academic year. During the fall of 1975, program staff had been visiting a 
number of preschool programs in the area, and had begun 'compiling a record 
of them for program parents. The Edwards' home visitor recommended that the 
Edtfards look at the preschool program of a local educational* research center 
that.had just received a grant to develop an integrated program for handi- 
capped and non-handicapped children. The grant enabled the center to cover 
tl^costs o^ participation for handicapped children. Joseph >began attending 
that preschool program in February 1976; at the same time he and his parents 
gradually decreasedl their involvement with the Institute's early intervention 
program. * 

In December 1975, the Edwards brought Joseph 'to the Speech and Hearing 
Clinic of another local university. They were concerned that his speech 
development was slow. Joseph was evaluated by the clinic staff, and a 
speech therapy -program "was recommended for him, which he began in May of « 
'1976. The therapy combined group sessions and individual sessions, for a 
total of six hours a week. Both' of Joseph's- programs were private, and the 
Edwards handled transportation.- 

~> « 

* In May 1976, the special education division of Joseph's school district 
recommended and conducted a! second EPPC meeting for Joseph. Staff from all 
hi-s -present programs, as well as the. Edwards , were Dresent. Summer and fail 
options were discussed, and the special education division staff present 
rOcoipended that'the Edwards consider 'placement for Joseph in a .public' 
school preschool program for handicapped children. Also reviewed at the 
meeting was a report from an evaluation conducted by the public schools' center 
for -trainable mentally impaired. The report stated that placement for Joseph , 
in a trainable mentally impaired program was 'inappropriate, and that it was 
"important fipr Joseph to be in a program that wilXhelp him. to maintain his 
present' level 1 of functioning, and learVi new skinis.' ,X ^_i-^ > '*\ 
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• The Edwards wanted time to visit the public preschool program for 
handicapped children (mostly 'educable mentally -impaired and emotionally - • 
impaired), and a placement decision was. deferred until June/ Another EPPC 
meeting was held in June, at which time the Edwards 'indicated that, they 
preferred to maintain. the ongoing arrangement for Joseph— the speech -* 
^herapy program mornings and thte private integrated preschool program 
•afternoons. The Edwards' preference was approved for the 1976-77 school 
year, with the school district paying 1 for speech therapy at the college- 
Clime, but not providing transportation because of scheduling "difficulties. 

The two programs in which Joseph participated during the 1976-77 school 
year were significantly different in philosophy, expectations of tloseph, - 
and atmosphere. While this caused some stress for Joseph-he" functioned 
much more effectively when structure and expectations of him were consis- 
tent-reports' indicate that he made steady progress and enjoyed partici- • • 
pating vi both programs., Progress was particularly notable in aspects of 
cognitive development not dependent on expressive language, in independent • 
behavior, and in appropriateness of social', interactions . 

In June 1977, a psychological evaluation was conducted by a public 
school psychologist, at the Edwards' request, to help determine the most 
appropriate pi acement-'for Joseph^ for the 1977-78 school year. Possibly 
because the Edwards didn't request one, no formal review of Joseph's 
placement was conducted. The' evaluation found Joseph to be functioning still 
in the educable mentally impaired range, wit.h speech continuing to be a 
critical problem. A recommendation was made that his placement for the 1976- , 
77 school year be continued for another. year . s 
♦ ■ . 

The same "placement and services were in fact continued the following 
year. Joseph continued-to profit fcom both programs, but some concern was 
voiced by the staff of the speech clinic that Joseph could use a more 
structured educatiqnal'program than the private preschool program, bne that 
demanded more expressive language. The private preschool program staff 
report that Mary and Ernest Edwards were very active parents— visiting the 
classroom frequently, asking advice and offering suggestions about how to 
more effectively meet Joseph's needs. As one teacher there noted: "they 
demand more support thah mo&t parents* we- work with, which is both rewardina , 
ana frustrating. That .program ?iso naa a nome visitina comoonent, ana nome ' L 
visitors were consistently impressed with the stimulating home environment 
the Edwards had created for Joseph-. " 

* In March 1978, the Edwards reouested a comDrehensive evaluatioa for 
Joseph from the university Institute that had served them from 1973- to 1976 ■ • 
through its early intervention program. They requested the evaluation because 
they wanted documentation to justify enrolling him in the local school 
district's developmental kindergarten (for educablej mentally impaired and" 
emotionally impaired) in the' fall. Although this was an independent evaluation 
paid for by, them, they knew that they had- the right to have this, as well as 
public school reports,, considered 'at EPPO meetings. They-anticipated an 



EPPC meeting in May or June *and wanted to prepare as much evidence as ' 
possible supporting their placement desires. Also, they had experienced 
what they perceived as an inadequate evaluation of Joseph by the school 

.JvP^i^t- 977 "^ 51 " 9 ^ 00 much on I.Q.-and^fhey felt a more comprehen- 
sive evaluation would more accurately ref lect^bseph ' s .abilities. 

In May of 1978--Jo'seph was now five years old-a fourth EPPC meeting 
.was held. The independent evaluation' findings were in fact presented at the 
meeting, and became the basis for Joseph's recommended .placement.' The 
findings indicated that Joseph's main problems continued to be in the areas 
J f ,M 9U * 9e development and gross motor devel opnjefnt; that Joseph would have 
trouble functioning in a regular kindergarten-^ needs "both alot of 
structure and individual - attentien-but that 'the private, integrated pre- 
school program was no longer appropriate; theft his performance seemed to be 
frequently below his capabilities; and that "his parents have spent much 
VhZ this e " Chin9 JoSeph ' and the (Positive) results of cognitive testing ' 

* 

Based on these findings, and reports from his teachers and therapists 
•it was recommended that Joseph be enrolled 4 In ttrcrfarW in the above-mentioned 
developmental kindergarten, and that he receive regular speech therapy in the 
school setting. The Edwards agreed with both these' recommendations, feelinq 
that they had received exactly the recommendations they wanted from the / 
committee. , - I ■ 

* » • / 

The Edwards' preparations for this EPPC meeting began to reveal a 
pattern that ha* since been observed in later EPPCs. The Edwards have learned 
how to use the evaluation and decision-making- process mandated in- P L 94-142 
to assure placements that they feel are- rapst appropriate* for Joseph! 'They 
use independent evaluations, for example, to justify changes or continuation 
in placements.- They seek out professionals to assure that the latter are 
aware that they, the parents, have strong preferences for Josephs This • 
creates a climate where it is expected that the Edwards will have a clear' ' 
justifiable opinion when decisions are to be made. While' their activism 
has led to "Strained relations with professionals at times, it has also led 
to placements- for Joseph where he could grow cognitively and socially to -his 
maximum potential, . * ' - • 

The first public school Ipdividljal ized Educational Program (IEP) was 
developed for Joseph in September 1978,. 1 (The speech 'clinic had developed 
one the previous year, cjnd the private preschool did individualized Dlanning 
for all children.) The Edwards were not oresent, but were consulted -by ' 
phone and through contacts with Joseph's teacher. AnQuai (goals tor tne 
overall IEP were given as "language and cognitive development; listening 
and fine-motor skills." Objectives were identified only by. the phrase "as— 
specified, in the EMI curriculum guide.", This first IEP was not very 

] As has been mentioned in othe/ case report's, in Michigan the EPPC is 
the setting. for major program decision makihaand planning, the IEP ♦ 
for more- detailed goal setting. . ) ' '• ■ 



detailed, and future ones — in June and December 1979— were just as tele- 
graphic It appears that the EMI curriculum guide serves in that setting 
as the IEP for the classr/oni program for most retarded children considered, 
like Joseph, to be in the; educabl efrange. (Joseph 's -speech IEPs have 
always been alot more detailed.) * * - 

Josqph ,adju<fted slowly -but, steadily to the new environment and its 
demands. There were many transitions during his' ha If -day program, and 
these were very stressful 'to him. '.Also, he t had always teamed behavioral 
.expectation from observation of those around bim-through modeling and imita-' 
. tion Hrs handicapped peers reportedly were not serving as appropriate role 
models for him. ■ Thus, he^ was picking up what his parents felt was socially 
very inappropriate behavior. Speech therapy was also,' reportedly, difficult 
for Joseph. But all reports from that time indicate that he tried very hard 
to meet expectations. 

In February 1979, a public school re-evaluation of Joseph's cognitive 
functioning was conducted by -a- psychologist serving the school Josepi/ 
attended.. The report from that evaluation indicated that, at age 6-lC 
Joseph s< developmental level was generally about three years; his I Q was 
in the upper trainable mentally iqjDwred range; that he had a short atten- 
tion span, -and was moody: The psychologist recommended re-evaluation for ' 
2X! 2W5 t JP Jnable - mentally impaired center, although one more year in 
thfe EMI Jcinderfarten was appropriate. The Edwards were very upset by the 
findings. ' t . 

\ Partially ip respons.e to the findings, the Edwards had another indepen- 
dent evaluation of Joseph done in May 1979; this evaluation using a develop- 
ment-cU- assessment: battery. In direct response to the findings they wrote a 
letter to the school district, to be inserted in Joseph 's 'records Thev 
pointed out that-Joseoh had demonstrated he could perform certain tasks" and 
had manifested cognitive abilities not demonstrated in the testing. They" • 
pointed out that. they were aware that Joseph sometimes doesn't perform up 
to his capability in testing- situations , and "they believed that was the 
case in the February testing. The independent evaluation,' conducted by an 
occupational therapist at. the colleae where the speech clinic was- housed,, 
recommended con.tirjea consiceravion for' E v : placement. A third •valt.a-ion 
conducted by the .public schools '.trainabl e mentally impaired center staff, ' 
recommended the same*, notiftgrfhat*' Joseph was functioning in the edubable 
range-rand that he was a .high^unctibning Down's Syndrome child'. Thdse 
evaluations, and the Edwards ''dissatisfaction with" Joseon's school experience 
that year, set the stage for his next EPPC • 

Joseph's fifth EPPC meeting was held) in May 1979, when he was six years 
old. The Edwards brought an advocate frofn the local Association for Retarded 
Citizens; the school district's Director ot Special Education participated; 
the principal and staff of the school .housing Joseph's developmental kinder- 
garten participated. The first part of the meeting was devoted to a Review 
of Joseph's progress, and a report of evaluation findinas. His classroom 
teacher and speedh therapist noted uneven progress in Joseph thai; year, with 
continuing problems- in appropriateness of behav,ior in school, and in expressive 
language development. The two evaluators reviewed their discrepant findings, 
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and then engaged in a long argument about why their findinqs were so 
/different. The psychologist who had done the February evaluation that 
had so upset the Edwards Ifept insisting on the accuracy and.true represen- 
tativeness of the lower scores he had found for Joseph. Thd trainable 
Rental y imfiaired^center psychologist argued that, while he agreed that - 
tl 2 i ; P f r fo r mance w " uneven "I believe that if he can achieve the higher 
doubt » " S ° me he t1me) We ° Ught t0 giv - e him ^ e benefit Q f ^e 

At thatrpoint, the meeting moved on to a discussion of the options for 
Joseph for the 1979-80 school year. These included another year in ?he 
EMI developmental Tcindydarten , Regular kindergarten with teacher consul- 
tant services, just regular kindergarten, a self-contained special education 
first-grade cassroom, and *egula'r first-grade with teacher consultant 
services. All options included continued speech therapy. Mary Edwards was 
asked her preference and said that she would prefer regular kindergarten - 
with teacher consultant services. She felt Joseph wasnY making proqress 
in or enjoying the' developmental kindergarten; that he nLded normal 
children for more appropriate and positive behavior modelW and that she 
didn t want him to spend so much time playing next year'. N 

t 

♦ 

The principal noted at tHat point that he would prefer a gradual 
transition to a mainstreamed-classroom for Joseph. He- felt an abrupt 
change would be "too'big a step-," too overwhelming, for Joseph. Since 
Joseph adapted slowly, he could be started out ifr selected activities such 
w*n£' 9 ^' + rr!r Tne . teacner consultant who would be the one to work with 
Joseph, said that from what she had heard she couldn't decide whether or not 
Joseph would profit from, the change to a "regular kindergarten; but it was 
clear he needed to develop work-study habits. - 

Mary Edwards pointed out again that Joseph learned mainly by modelinq,. 
and she wanted -fTormal peer models for him. She asked for clarification on 
how long the transition ^/ould take, and whether a p-tan would be! developed 
The principal assured her that the transition would. take p'lacelwhen and as ' 
appropriate during the fall, and that a concrete plan would bekieveloped. 

The 1979-80 year started with JoseDh in the developmental/ kinderaart^n 
once again, receiving also -regular, individual speecn 'therapy / At the ena 
of September the, Edwards went in to talk to the principal abo/it plans for ' 
Joseph s transition to regular kindergarten. He reportedly gave them the 
impression that the transition process would beain in "a couble of we°ks " 
Late in October, Ma-y .Edwards came in to observe Josenn, and the *eacn«r" 
of the developmental kindergarten told her that the principal had no inten- 
tion of-totally moving Joseph to a regular .classroom; at most it would just 
be for selected activities. Mary returned home extremely 7 upset. She went 
over the minutes of the May EPPC, and' it appeared to' he? that by that poi/it- 
the end of October— there' should have been, a plan for Joseph's transition; 
also, that the extent of Joseph's mainstreaming was to be left open accordinq 
to the plan. ,. 



rpn„oJJ n of Octpbe?-the Edwards met with the principal again, at their 

Hnn nhH DU S the meeting 11 beCame clear that his and their interpret?! 
il of the EPPC recommendations were clearly -different . While to the 

t; Clea : tha t J °* ph would. eventually be participating fully in 
• L 9 1 , k ™ der V a J te " tnat 9&r % to the principal this was not at all clear 
He suggested another EPPC, to be held In Wdays. There was no reason given 
far such a short turn -around time. Nonetheless, the Edwards agreed, and 
also .managed to finnan advocate to accompany them. 

- , T J e J E ^ C " meetin 9 occurred at the beginning of November. The* principal 
acknowledged- that, regardless of differences in interpretation of 'the last 
EPPC s recommendations, the school should have developed a plan for Joseph 
and begun implementing it. But there were enrollment problems at. the scnqol, 
preventing the selection of an appropriate kindergarten for Joseph. At that 
point a discussion tpok place concerning the wisdom of a gradual, open-ended 
transition from self-contained special education to regular kindergarten * 
Two participants invited by the Edwards— both former teachers of Joseph with' 
special education backrounds— argiied in detail and convincingly fehat a 
gradual process of mainstream\ng Joseph in "increasing increments over time 
was not appropriate and possibly harmful *to him. " It was agreed that he 
functioned best when expeditions were consistent, structure was clear, and 
simple, and when his day did not have too, many transitions. To put him in 
a transition" state for too. long a time would be harmful to his educational 
progress. Mary Edwards' ma.in concern was. to get Joseph out of the develop- 
mental kindergarten as soon, as possible, The school 'staff did not at this 
meeting express any disagreement with the Edwards' desires. 

As a result of the discussions, a c*ear and unambiguous recommendation- ■- 
was arrived at that self-contained special education classroom services 
would be terminated, and placement in a regular kindergarten with teacher 

•.consultant services would be implemented, within three weeks. November 26 

was set as the last day the change coulti be made. 

By the end of November; a kindergarten had been selected for Joseph to " 
attend, but sickpfess first on his" B art, then on' the teacher's part, 
prevented him from" joining that class until January. The class and teacher 
selected for Joseoh were the Edwards' first choice; and thev were verv ' 

ll+ilV a (Th ^ war>te ? a t ? acner wh0 was warm ' but wno was also authori- 
tative, and could set clear limits.) This teacher reports that when Joseph 
arrived in her class she kri^w ver/ little about him. She'had no IEP for 
him, and was not aware of any that ; had been aevelooed. in short 'she felt 
unprepared tor him. .Nonetheless, sne understood her goals for him to oe . 
mainly socialization; that is, the inculcation and enhancement of aqe 
appropriate social behavior. Academically, she saw herself to be "in a 
holding pattern," with him. .He needed a lot of individual attention and 
guidance that she simply had not time to give him; and, she said that she 
didn t know anything about special needs children 
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*u * }" ob f erv ^ions of Joseph in that classroom situation/ it appeared 
that this teacher was handling him excellently, setting limits vet beind 
. supportive and warm, treating him as a person first. While Joseph was 
learning a 1 ittl e~mostly througn_imitation of other children-he wasn't 
getting the individual attention with cognitive tasks that he needed H§ 
was nonetheless very^happy and very engaged. (The class has a part-time ■ 
aide and student teacher who were able to work with Joseph.) 

Soon. after Joseph Segan attending this kindergarten-still for one- 
half day each day-his teacher and jthe Edwards decided that it would be 
too disruptive* to his adjustment to be taken out of the room for teacher 
consultant services, especially as his speech therapy was continuing, and 
he regularly left the room for that. Thus, during the January to June 
SK 1 oi 1 -;?h? P * Participate in the teacher .consul taut program that he 

was eligible for. Tnis undoubtedly affected his academic progress. But, 
it became clear as the year progressed* that the Edwards' main goals "were 
a t ° e ;;?J! Jos eph's social behavio* and work habits, to^ake those behaviors , 
and habits more age appropriate. (To facilitate this process they had . 
enrolled Joseph in a preschool center, a few mornings a week so he could- get 

, \ n ! S ; P f n9 "" St l 11 rtecessary-for him-done, and be more prepared to • 
work in the afternoon.) - 

* 

In fact, Joseph's months Jn the regular kindergarten w.ere very positive 
His parents and teacher report a lot of improvement in his behavior, an n' 
increase in autonomy, age appropriate behavior, and social interaction skills 
Hy; lack of expressive language -continued to prove extremely frustrating, to 
him.- But he was communicating on his own quite effectively. ,-The ehanqe in > 
him after he left the developmental kindergarten was »eported and observed 1 
to be marted. Much of this change was apparently >e to a remarkable teacher 
who expected Joseph^to be competent and to exhibit appropriate behavior. 

As June approached the Edwards began preparing for what they were 
awa^e was going to \/e a major transition -point for Joseph-entrance into' 
first grade. Kindergarten was rtot appropriate for him anymore— he was- too 

°dtlit b l^n/ n i 5- T n °5 P rof ^ in 9 f ™m it academically. The question- 
^my\ihat kind of first grade wuld .provide the most profitable and appropriate' 
experience for him. They looked at the elementary proaram of the private 
educatiCnal researcn center where _nejiaa had sucn a positive prescnooT 
experience. They observed at a couple of the elementary schools that were' 
likely placements for him. One thnng was clear -to them, they did no.t want 
Joseph in a special education self-contained primary classroom, and they 
cn2?? y 5 1dn +* wa r* I sna ^d-tiine program. Joseph's experiences, in tne ' 
special education kindergarten had closed their minds ^o those options. 

Joseph's seventh-EPRC meeting was held in late May 1980. He was 
seven years old. In attendance were the district coordinator of special ' 
education, an advocate, the principal and key staff from Joseph's current • ' 
school, a psychplogist from the school he would likely attend, the Edwards 
and a former teacher from the private integrated preschool program" Once ' 
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again, Joseph's progress was reviewed. His improved social behavior "was 
described, his academic frustrations and achievements', and his centinued 
slow language development. The psychologist asked if, in the opinion of 
those working with Joseph, he was still developing cognitively It was 
left as a question at that point. , 

* Options for placement for the 1980-81 school year were then discussed 
It was agreed that special education or regular kindergarten was no longer' 
appropriate, because of Joseph's age. The m$in options emerging were ' 
regular first grade with teacher-consultant services, or a self-contained 
•EMI primary classroom. Both wou}<L include .continued speech. The principal' 
of Joseph s current school once again expressed his reservations about 
ma^instreaming Joseph. "Given the evidence," he said, "a self-cWained 
primary EMI room is most appropriate." He was thinking in terms of JoseDh's 
academic needs. His speech thetapist, teacher consultant, and the special . 
education coordinator agreed. His regular kindergarten teacher said she 
hadn t made up her mind yet -what was best for him. (It was brave of her 
to dissent from her col leagues; this writer has not s#en that happen often.) 
His (former teacher from the private Dreschool wanted to know more about 
what each option would be like— "it depends on the attitude of the teacher 
and composition of the class," she felt. 




The psychologists then asked the Edwardstj 

*"I know you doVt wpnt a self-contained special education 'class 
. for Joseph; I want you to explain why. Traditionary, a child 
functioning 1 ike Joseph would be in a self-contained classk in 
. a first grade with 28 kids 'in it, containing a wide developmental 
range, a teacher has alot to do already— nonetheless, ft has - 
been done,- we do have a couple of kids like Joseph mainstreamed 
in the district. . .» • 

Mar> Edwards said that they preferred a regular first grade for Joseph 
with teacher consultant services. She sajd. they'd seen alot of progress. ' 

,in Joseph since he switched to the regular kindergarten. - '4te has always been 
uncomfortable with special needs peers, "and expectations of him were lower" • 
irr the special education class. She arc Ernest h*d worked very hara ;o nav» 
Joseph's •behavior' as close towage-appropriate as possible, and they didn't 
want tp lose those gains. She felt, also, that it would "just be a step 
backward for him. to go to. a self-contained classroom aaa'in." Finally, she 
said that he may fail in academics, out they wanted him to have" a chance to" 
try. "If I felt he was uncomfortable I'd be the first to; take him out," sne 

• concluded. 

Ernest -Edwards, who v as usual, had been largely silent the whole meeting, 
then summed up their feelings: 

-< . 

I 
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"f fll f i f IS/^ 1 ?' ^ h ! n h ^' S had the opportunity to try and 
fail; but we have to give him the opportunity to fail at 

^ • S?.l5i 9 S?V5 V<fl; that ' S TOSt " Stents can 

the\> v ca r L ou ^ u l s Hp^ a ^^^^ con ' tinued,to be ' aised > as the ***** *«* 

explained and then said that the disruption of having Joseph pulled lit 

flit aJe S w6 Jld J 1t h h1n 3 , fUll t y Pr09ram ' su?h« e SEe P SiiS?a? Ut 
day reaular S^JtSnl I shared " time ("alf ^day special education! half- 
aay regu la r education) program was offered as a possibility The Edward* 

J e^s W p?aceSen fSnT 1n f x ^ions. Finally, it^was agreed that 

sctoSl with 1TSih?T?J! S regU " f i rSt grade at his loca] elementary 
scnooi, witn eligibility for maximum teacher consultant services (actual 

E« s V%P orke tT h , an ? no than one ho - a S " 

art re'viewe en' Zlt intn^h ° P6d ^ ^T^' based on this placement, 
Wnh ?hf , ^ ° the year t0 see now tnin 9 s were going for 
Joseph. The committee wanted to keep all possibilities open for him, : 
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II. The Edwards Case 'and the Five Provisions of the Law 
* v , 

Protection in Evaluation Procedures 

Joseph Edwards has had regular and thorough evaluations since 
the time of his first EPPC at age pine months. Evaluations have been 
conducted by almost all the institutions that have provided service to 
Joseph, and certainly by at 1 the major institutions. .The Edwards have always 
been informed of upcoming evaluations; have always seen the results, and 
usually had an opportunity to discuss those results. The available evidence 
indicates that evaluators have been appropriately trained, have made an effort 
, to create a comfortable climate, and have selected age-appropriate instru- 
ments and techniques. Finally, evaluations conducted have been used to 
help-arrive' at placement decisions. 

Yet evaluation has been a problematic issue in Joseph's case, due 
primarily to the Edwards' feelings that too much emphasis has been placed 
on I.Q.. scores', and that standardized instruments do not adequately reflect 
Joseph's functional abilities. The Edwards' dissatisfaction vith standard- 
ized measures that provide primarily quantitative scores of potential and 
ability hafve led to their arranging for independent evaluations for Joseph 
on three Occasions, all before important placement decisions were to be made. 
In a related fashion, the Edwards' have always tried to have placement 
decisions Reflect «not only. what Joseph can't do, but what he can do. *Thus, . 
they have attempted' to make sure that his day-to-day functional abilities 
are described in placement meetings and through evaluation documents such as 
school ^reports and observation records. Or/one occasion they have asked to 
have an evaluation report amended to more accurately reflect Joseph's abilities 

Joseph's first independent evaluation was conducted by the university 
Institute that had provided the early intervention program for him, and 
. Was. far more comprehensive than a school psychologist's report would have 
-? een - ("[hey knew this from experience— a prior school psychologist's 'report 
tq 1977.) Joseph was evaluated by^a team that included psychologists, 
special educators, occupational and physical therapists, I and -a nutritionist : 
-The findings included descriptive aata on Jason's functional ^anility in 
a number of areas, -as well as practical recommendations for programming. , • 
The. information from 'this evaluation did in fact form the-basis for the 
placement decision ma deleft an EPPC meeting* soon after. 

' His secbnd, and third- independent evaluations .were arranged-for in 
response to the February 1£79 evaluation by the school psychologist, which 
offered a very pessimistic* appraisal of Joseph's inteMectual ^potential and 
abilities. One of- these was Conducted at no cost to the Edwards* by the 
•county's trainable mental.ly impaired center.. As has been noted, findings 
from this evaluation indicated that while Joseph,' s performance was erratic, 
his potential and abilities were still in th&educable range*, and that since 
he was a high functioning child, he shbuld-bef given the benefit of the doubt 
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whetj there were any questions. The second of these two evaluations was a 
development "assessment; conducted by an occuDational therapist at the colleqe 
. where Joseph had had speech theraoy. It. also presented a more ootimistic 
appraisal than -the February evaluation. Botfi of these independent evaluations 
were considered and used during Joseph's spring 1979 EPPC meeting. 

The Edwards have also insisted, when they felt it was necessary, on 
adding amendments to Joseph's evaluation records. - In the February 1979"* 
evaluation by the school psychologist, for instance, they indignantly "refuted - 
a fvnding that Joseph could not recognize letters or most numbers by writino 
a letter* tn be included in his records, and by reauesting that school reports' 
contradicting this finding be- placed in the records. Both the letter and 
the reports v/ere considered, during that spring's EPPC, along with the 
February evaluation. \. 

The Edwards, on behalf of Joseph, have thus clearly taken advantage of 
and benefited from the protection in evaluation provisions of P L 94-142 
.hey have insisted that evaluation data used for placement decisions reflect ' 
more than I.Q.-, and include Joseph's abilities as well as. his disabilities 
They have used independent evaluations to broaden the basis for judgment 
about placement decisions. Without their efforts and this protection it is 
possible that Joseph would by now have been placed in the county's trainable 
mentally impaired center, cutting off his opportunity, as Ernest Edwards has 
sta.ed it, to try, and perhaps fail, but if so, fail at the highest level. 

s 

Procedural Safeguards 

- - The procedural safeguards provision of P.L. 9^-142 has generally had - 
a positive' impact on the evaluation, placement, and oroarammina process for 
Joseph, A regular, clear-cut process, known to the Edwards, naY always oeen 
followed.. They have generally known how to protest, contribute, and other- 
wise shape that process (dye to their own research- into their rights, and to 
consultation with advocates). They've received written^notification of- 
meetings^ 11 vi advance, except in the one instance in November 1979 
Assurance of the Edwards' availability to participate in such meetinas has 
been sought. -The Edwards have *ed access to ~nd '^eceivec joon reau»s" =11° 
materials in Joseph's recoras. 'Tney nave oeen aoTe'to. reaue& amendments 
and have successfully had records amended at least once (unsuccessfully at 
least once). AndXhey have had and used their right .to independent evaluations ' 
tor Joseph, t , • 

' The local educational agency involved has generally been very sensi- ' 
' tive to the Edwards' concerns and desires regarding Joseph. . The Edwards 
have always been able to. bring anyone they wished to EPPC and other meetings.^ 
Also, in the one instance in wnich they were uoset about an ongoing placement 
they were able to have an EPPC meeting arranoed promptly (almost too promptly), 
and were able to have Joseph^ placement modified. The Edwards have never 
had to resort to threat of or actually begin due 'process proceedings. 
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rigHts a under d p E r ne Ii I?"!- 00 "? t0 + be except1onal ^ ^are of their 

rignts unaer p.l. 94-142 and Michigan's state aw for .handicapped children 

h e e^n a The ™ "* Jud ^ nt in USing these ^ tolss e f e y 

Joseph Ss JoS ?h'> Ppr ° Pnat ? 6dUC f i0n f0r Jos - eph - As one "acher of * 
oosepn »as noted, their. concern for and activism on behalf of Joseph h?s hppn 

S ; educ^T 1 " 9 3 1' reWardi '^ t0 professional s involved in^r^id'n'g'him^ 
'Individualized Educational Program 

niannil J iS ea r^. years ' Programs for Joseph were clearly individualized and" 
planned to meet his and his parents' needs" This appears to be She case' fir- 
the early intervention program of the university Institute, and the Private 
integrated preschool program.. But in the last two years there is <Zl ' 

JSTSKlSJ-S V d J? 1du J 11zed Joseph's rJ S'ha S be e en S i e 
'•qarte'n ?Sh??P t£f llttl^l? f indergarten, and then the regular kinder- 

it il'notMlr +t I II ° the law has a " lways been observed for Joseph, 
it is not clear that the intent of the law has been. 

ID- threarr?-al^ JOS Mpl ha ' ^ ^ EPs n dev el oped for him every year, usually . 
the Edwfrd y £J ;Mc 6 ?r ngS t0 d ^ Velop nis IEP , nave not alwa ^ included 
and thpn lU I 11 5 in P u rt due 10 Michi §^'s ^o-step system of EPPC 
f !• Nonetheless, the Edwards nave always had input into the k 

Ea JtE'- • 0nnal 1EP meetin 9S^ In the last two years therThave 

SSnJS S yiew meet }? 9S J n tne s P ri ng^and the Edwards have reportedly 
tlT 6 t ■ these .«* e ] 1 - A1 ^o, IEPs have always been developed fSr speech 
therapy, *s well as for Joseph's classroom program. / ■ 

of iJpSJfJ* j?2%" oneth< r le " . prises when the content and implementation 
+L if 5 ; S r^ 1S examinea - F ^st, with resoect to performance ODjectives 
onlv hP Stp" 5 ; '° th f ° r J° SeDh ' S ki "dergarten programs, have iScTSdid 
> 1 t 6 t "^.-specified-in-the EMI curriculum guide." Mary Edwards ' 
Recalls that some specific objectives for Joseph were discussed; but they . 
are not described in the plan itself; The IEP has not reflected in JosLi's ' 

J i **e >ected an intention to use a standardized curriculum cuia« 
•anf2hnl' r -H r S ni,<3ren f «n«ion1ng.within a fairly* wide range of ab litie ?" ' 
and whose.handicapping conditions may bcf different in nature. Also w thout 
pecific objectives designed for Joseph in the fall, it has been difficult 

i?oKp« a K llI n VV dUa]iZed ' Vr ° Qr ™ aur ' ing tne ^ ear ' ana * ea ^e Joseph's' 
progress m that .program, in tne spring. ' 

suaae,j t t h h 3 r ? S h^ t HL J0Seph,S aCtUal pr ° 9 ^"» observations and interviews 

e t t J at ni . s classroom experience during at least the -last ye^as- 
in«2nh 3 ! ^ T °".^ up activities than on individualized activities, 

not seen SSiS^ J? S^ 9 ^! ^i^' 1n part?cular > sported that shV had 
not seen Joseph s IEP. She formulated her own goals for him, based on 



Sa°! U V rp Sat in^nM' th J °f Ph ' 5 m0ther - - These were Primarily social in 
n^TV S6P 5 S academ1c P«>gram was basically identical to that of his 

IKta™ tiT^t l a T f With his teacher WPing and guiSin hi* as 
inLnMc IT ' ° 6 at least ^ n P art t0 a lac k of -an appropriate IEP- for ' 

P t'ye ar "SX^T « , l 1S K aC ? anic Pr09reSS tas lilted tils 
fill ^re important by " 1S te ^ Cher t0 WOrk on areas tne Edwards 



Least Restrictive Environment 



•142 h« nrdn"^-° f 3 ; t !l er . Ca ^ S tn the stud *> this provision otV.L.'W- 

i^S 

im S a e ? Itl LtT°r able S ° £1 ' ally WaS the best environment^ 
thus t£ wan? Ill \ t hS learnS P r1maril y by modeling and imitation; • 
abilitief Tkl fZ t0 JV e Peer mod el^with.age-appropriate behavior and 
lllfl h Awards have rejected the position of almost flf public schoni 

?S a" el f a c V J„Sl„ k S W - 1th . J f e P n --^ a t academically he.would roflt . s 
IeT?-con?llne ^Si Sp ^ Cia l . educatlon - cla ssroom-^ecause when he was in a 
function we7l afan * ClaSSr °° m duHng the 1978 " 79 * ear > ^ did "'t 

res1stan?e P tS r w?iJT t S^ °m " 69 f tiVe experience has har dened the Edwards' . 
thf 9 ?V P f education classrooms, although they are aware that in 

S a em fabll tT^Hij 1 ] ^'J t0 f »" .^matlcllly behtnd his ag -mat 
□row a- a f J^n^n* HlS , 1ac + k . of expressive language will also continue to 
•learnina w!Jnn n h consider f ]°n of most appropriate placement: acti\e ' 
learning learning by manipulation of materials, decreases steadily in the ' 
public schools as children grow.older. Regardless of JoseVs rli ular . ' 

a? enerallv 1 ^ V th ^ f " cor \ tained special education, 'the dw arts • ' 
vativHn 1/i 6SS conse ^ative, and the school system.more conser- „ 

vatiye an defining appropriate placements for Joseph ■ 

f . 

VchooU n ifnI^ ri ^- a ! e9 j e& have b - een used ' b * both tn e Edwards and the ' 
SISSh ? ? u " ? olacement -or Joseph. When Joseph was youncer -h« • 
Edwards simply withdrew him from public sc hoof programs -*tMs was first . 
done when he was less than a year old-and found what Ihey conJirfere i to " 
5 choo PP ,T r1ate P™^ 1 for him. Both the Edwards and thT * 

schools. have used evaluations as tne oasis for arcuinc placement Th* » 
school.s nave always lert placement decisions operf-for'review some we^s 
into the school year. (This has benefited the Edwards a ?TealTlnct ) 
The schools have, used Joseph's medically define handicap hi bS* 

TcL t^T Ch ; ld " aS Part of " tn ei/argument for JeJlnlS"pSa r 
Placements. The stereotyDic view prevalent in much of the literature 

conJnWd rf°n e Ch11d T ^ USUally h0t "educable-has c'eSainly 
contributed to a lowering of expectations for -Joseph on the parts-of school 



psychologists and special educators'. (In at least a few instances, evalu- 
ators have noted surprise in finding Joseph to be so "high functioning".) 

The Edwards have always worked hard with Joseph at home, to enhance his 
performance on school-related 'tasks; and knowledge of that fact has led at 
least one evaluator to question the reliability of his findings. Problems 
in evaluating the ability of a basically non-verbal child have also, been 
present at times. Joseph's scores on multi -faceted test batteries have 
also been variable enough to make interpretation concerning his level of 
functioning- difficult. To-this point , professional s involved have been 
persuaded to give Joseph the benefit of the doubt. It is not clear that * 
this will be the case in the future. „ "' 

In spite of differences in opinion; the" local educational agency 
serving Joseph has been general ly. sensitive and responsive to the Edwards' 
desires. His placement has always reflected their wishes, and never have 
any of t the educators or testers involved consciously sought to undermine k 
placement decisions. The school districts' oDenness to the Edwards' wisnes 
combined with their own determination that Joseph be educated to the extent' 
possible with non -handicapped peers, has 'led to positive impact in Joseph's 
case for this provision of P.L. 94-142. 

* 

Parent I nvolvement ' • 

The impact^! this provision of P.L. 94-142 iti .the Edwards' case has 
been amply illustrated in discussion of the above provisions "Mary and 
Ernest Edwards ha-ve^een consistently and' significantly involved in identi- 
fication,, referral, evaluation, placement, and educational program determina- 
tions for Joseph. This involvement appeal to have had a decideo impact on 
tdec-isidrfs made concerning Joseph's placement: Both private and public insti- 
tutions serving Joseph and the Edwards have made considerable efforts to 
accommodate the- Edwards ' activism, even when that activism seemed to the 
professionals involved misplaced or overbearing. That activism was 
recognized as the Edwards' • right and responsibility. 

The Edwards' 'involvement with Joseph's special needs has co-e at no 
little cost to them, They have devotea their leisure time'.to meetings and 
support groups, to observing Joseph in school, to talking with teachers, to 
preparing for meetings, to transporting Joseph from setting to setting, and 
to acting as advocates 'in Mary's case! fo>" otner Daren:>s.~ The v nave" " " 
learned all tney could aoout Josepn's cognitive ana social need's. Finally," 
they have devoted enormous emotional energy to seeking appropriate services 
for Joseph. Their \ ives -particularly Mary's—have revolved around meetinq 
Joseph s needs. P.L. 94-142 has provided a vehicle for first releasing and 
then channeling the considerable energy and commitment manifested by the 
Edwards on Joseph's behalf. 
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IN. Maj-or Issues in the Edwards' Case 
done so seemingly at the expense of academic progress for n^nh Mi c 

t r SiX c cZZolTr 1 ^ p-r^WJ^TSo?^ SSJi-t u gn . 

nSdS 9 f he dllSiSn n^7n S> f PHOr ex P er i en «"to meet his.academic 



tinn^° SePh ' S 'Participation -in the university Institute Vearl y' interven 
SlrtlcS .S??JS d f th ^«° 9 ain . usefu ' development knowledge "and 5 

« v » 

aware^nattc^ ~ The * ' 

At some point it ap 9 peaV naTne Kve' SltgSTp ffiin^ ^7* 
iri a se f-contained. special education program. But before- electa tinn^ Si- 
him begin to be defined even more by his .handicapping ^ condit^ ?heJ wan? • 
and e &2w e ^ °P portu u nity t0 strive for the highes^ leve of c6gfit ve 

P L /as" 0 rJIvV'f he \ Chieve - ■ Tbeywilltcontinue to 

sw-i4*f as a vehicle to assure this opportunity, A 
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I . - Intraducti 



on 



Brief Case Sketch 



hi^h Ba Z y Marsha l] was b0 ™ in July, 1969 t'o Judy and Ronald Marshall. At 
b?rth Barry was diagnosed as Having hypertelorism, low-set ears, undescended 
iSiifiS; hand anomalies, deficiency iof. the scalp tissue in two areas, and 
swallowing problems. In addition, during his first month of life he experi- 
enced several periods of time when he would turn blue for a few-seconds " 
SSrSivL 0 " th ™* h .*te following years, Barry was in and .out ' of hospitals 
several times undergoing surgeries and evaluations. His physical anomolies 

JuHnn C Jhp P L n n! d by 1 0t + her (e - g " * ech) which eventually showed up 

l nn the many evaluations he received over time, and has had the greatest 
impact on his educational placements. ''A.- \ 

A \. . . . / / • 

Barry's family is close-knit and affectionate. >is parents are both ' 
l*+Z e t r J S ld -2 nd n \ na f. a brother, .Jerry, who is fourteen years old. His 
maternal grandparents live next door to the Marshalls. Since the Marshalls 
live in a semi -rural area ,\ Barry has lots of outdoor space to play ta>. Judy 
Marshall takes Care o-f v three youfiger children on a regular basis (a pre- ' 
schooler, toddler and infant) and displays the same. affectionate concern 
and relaxed temperament with them,as she does with her own children. The whole 
rl?l lL*J ?! + aS t n 5"P r eschoolers, are learning signing in order to communi- * 
cate more effectively with Barry. 

<• - . , 

Today, Barry Marshall is an active, friendly ten year old who uses signing 
along with some verbal expression as his means of communication. He eniovs 
swimming-, sports and riding his bike. He has a well -developed sense of humor,' 
laughs easily, and enjoys playing games with adults. He'is attending a local 
public school and has been placed in a self-contained classroom. His "mother • ' 
reports that he is being mainstreamed in art, music *anU gym, but she is not 

STJtS fee1i T about Barry ' s pla * ce - ment are discussed 

Chronology of Contacts with. Institutions and Service Programs ^ 

At six months of age, Barry W as admitted by his family 'to a large hospital 
HI C "l y near ' hl * home t0 be treated f P r a suspected case af meningitis. 
Although meningitis prqved not to be the source of his illness, Barry was 
retarded at tne nospital for further testinc in relation to his conoenital 
anomalies. When ne was released,' isne Marsjialls were aavisea that tneir son 
should be evaluated and treated by several departments within the hospital 
during the coming year. Bujsr al though the advice was given, no specific 
appointments were scheduled. and ho information was proyided to the parents 
as to which department(s) would be contacting .them or sho*fd be contacted ' 
by them.^ — ~ 

m u Th i r u f0r€ ' the next cot1t act with the hospital occurred in 1971 when Mrs ' 
•Marshall became concerned about Barry's eyes upjop noticing a film that seemed ' 



to cover the eyeballs. Hhile Barry was' undergoing eye surgery at the 
hospital, Mrs. Marshall inquired .further about possible treatment for Barry 
by departments with^he hospital. 

At this point, Mrs. -Marshall was referred 'to the resident psychologist ' 
who started the-numerous evaluations of Barry. Over the years since \e was 
born, Barry has-been examined by over 90 professionals in over 20 institutions 
He has undergone three surgeries for the- undescended testicles as well as 
eye surgery. He. continues to be followed by the hospital's eye clinic and 
the dental g>rniG and oral surgery is planned within the next year or two. 

At this writing, Barry has had nine Educational Planning and Placement 
Committee (EPPC) meetings, and there have been three hearings in connection 
with two placement decisions. He .is .currently multiply diagnosed as 
■Learning Disabled, Educable Mentally Impa||*j and Physically or Otherwise 
Health Impaired; how this situation came.^6ut,is described below. Treat- ' 
ment at present "concentrates heav'ily on speech therapy, with signing a more 
recent addition, with the. aim o& improving Barry's communicative skills. 

The EPPC process was started fdr the Marshal Is with the implementation 
of the state's: mandatory Special Education Act of 1973. They received a 
letter from the director of the special, education center in a neighboring 
intermediate school district where Barry was receiving services at the pre- 
-school level, "Phis letter stated that,,\,due to implementation of the law, 
Barry could'no longer be enrolled automatically in their program. . The letter 
ma<te;it cl ear that Barry now became the responsibility of his own local or 
4 . -ji intermediate school; district and that" those officials would have to provide 
% l spet1al Education services. While nothing was mentioned in this letter 
^ on ' Cer 4 ing the "p ro -P ess " required un.der the 'law, the parents were informed 
•^a^h'ey.must personally request special education services from- their own 

i Du^ toj^ack o^ap^rqpriate programs in Barry's "own local and county* 
|hools,^fiowe\/%^ Bamy was plated (by EPPC decision) back in the neighboring 
intermediate sfcfyoo* Jistrict 's special education preschool classroom." In 
January .of 1974 wherV the first EPPC was- heVd, placement was based on the 
evaluations* of that .df strict 1 s psychologist. To* quote his evaluation report 
/ - of Barry at ag^ fouriyears. fou^ ^cntns* "His eo^es-sive lar.ouage is 

markedly .Htarded ana accounts for tne major deficits— in vocaDulary, expres- 
sive language per jse, and his ability tcf indicate comprehension of spoken, 
language and languages-mediated Problems. The gap between his receptive and 
expressive lcnguaq§ is very wiae. anj ~3v r ecrese r " a rr.te^tia'i fc^ suos^ an- ' 
tiargains ^'f ne *j*s£^s to use ex-r'essive .ar^uage. or significant -ess ss * 
% he becomes oloer > < ^T7 s Ti6 is-unasle to use abstract language . It is~on* tne 
question of language development that future educational planning must be 4 

based." 
<• 

Barry's second EPPC was held at his local intermediate school district 
and is indicative of the ongoing problems involved in nis placements . The * 
meeting was held in July 1974, when Barry was five. years old. The following 
major issues regarding Barry's evaluation and placdtaent were identified at 
this meeting: ♦ • 

• • k- : ' *' \ 



ERIC 



47 .?0 



Evaluation * ^ * 

0 Language development is a major problem for Barry and intensive 
therapy is recommended for five days each week. 

t Barry is able to follow directions and 'to carry out simple tasks. 

• Barry needs more stimulation. 

t Physical involvement does not limit Barry. \ 
Realities for placement ' * 

• No distinct preschool program is available for educable children 
in Barry's county. 

t The special education director suggested as a possibility for an 
^.ln-county placement, a kindergarten setting with intensive supportive 

help from the intermediate office because such a program would 
, (a) offer modeling and (b) avoid busing. 'The. director stated that 
Barry was>the only preschool educable mentally impaired child known - 
1" ™S "unty. The local school princ-ipaH stated' that, there were 
^>-JU children in kindergarten and he was apprehensive about Barry 

, rgoing-into this "regular .classroom where readiness for first orade' 
is primarily stressed. He agreed that a preschool educable mentally 
impaired program would be ideal and that Barry needed transportation - 
to such a program. • t 

Planning possib ilities i 
\ — , . 

• A component could be created for' Barry in the county's nu'rserv 
•scnool by fall of 1975. 3 

• A situatioB could be worked out for Barry in nursery school which 
would take* care of the tuition since state funds could not be used 
but -local funds could. ' " 

*• - - • a » 

• A type A center (a special education classroom far educable, physj- 
cally handicapped ch#ldiwn) elementary school placement for Barry 
could be made, with addi'VionaJ involvement in feaular kindergarten. 
Although Barry wa,s eligibrrlJv ace for the tvpe A elementary procrar?s, 
the local, school principal felt this would nbt be the best'broarar 
for him because there was- not enough individual help available^ He 
also said that the youngest child in the existina type A program was 
seven years old, and that there were already 25 children in two rooms. 
Barry 'atj^rents objected to this program, too, because' .there was, in 
their opinion, too much .babysitting and not enough competition. Con- 
sequently, other possibilities were to be investigated', and the com- 
mittee deci£ed_j£ meet again in two weeks. 
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After the second EPPC meeting, the loaal school principal forwarded a 
letter to the district special education staff presenting a 1 ist.of -special 
education programs he had investigated^ HelrepdVted that three school dis- 
tricts refused to acceDt tuition students; one school district program was\ 
^nly at the discussion stage; ar\e scnool district had a nalf-d^y program witn 
emphasis on learning disabilities and emotionally impaired; and one district* 
had a private mainstreamed half-day program. 

The third EPPf, held in^Puqust. 1974 at the local school district 
offices, resulted in the 'Marshal Is asking to observe the private jnainstreamed 
preschool classroom suggested on the principal's list of possible programs.' 
Also at th,is Meeting,- suggestions were macfe as to where 'Barry would receive 
speeoirthep&py services. The Marshalls'eventual ly chose to enroll Barry in 
the private preschool program in the fall of 1974 and havg him receive speech 
therapy from a local university's speech and hearing clinic. 

A fourth^PPC was conducted for Barry in November 1974 at* the private 
school located in the neighboring school district. A discussion of Barry's 
handicaps resulted in what now appears to be a pattern in this case. The 
county special education director suggested that Barry be defined as educaole 
mentally impaired. The local school district psychologist stated that per- 
haps Barry should be described as learning disabled. His teacher from the 
private main streamed preschoo.1 classroom stated that she saw'him-as more 
speech/language and physically impaired, and agreed with the school psycholo- 
gist that learning disabled was a possiBle diagnosis in this case. The , 
special education director mentioned that Barry had been considered for 
placement in the local 'school district's Orthopedic Room. Mrs. Marshall ' 
made it clear that she did not regard the Orthopedic Room as an appropriate 
placement for her son, nor did any »of the. other professionals wno had contact 
with Barry. 

Conflict arose when'the.special education director reported that he 
would not recommend to the intermediate district superintendent that the 
district reimburse the costs of Barry's transportation to the private main- 
streamed preschool. The local school district principal stated that, under 
those, ci rcurstances , ^e would heve to ^eccTend alternate orocramTnnc for 
Barry. Mr. anc Mrs. Ma^snail were very ci so leasee et tnis turn of events., 
An argument then ensued about the possibility' of setting up a program in 
the local school distr.ict-for Barry and' several children like him, and the 
adequacy of sucr a orscran. M rs .* ^a^shal 1 ~ace t^e ccjnt that she would 
^like to observe sucr a orocram and oe certain of its .e o stance^ oefore acreein 
r to place Barry in it: 

c 

Discussion continued as to possible alternatives to the transportation 
dilemmp. The director of special education noted that the Marshal Is had 
the right to appeal the decision for no reimbursement and a change in place- 
ment. (The Marshalls, in fact, did appeal, after two more EPPC meetings.) 



The refusal to, pay for Barry's transportation to a private program apparently 
had a basis tn- then-existing state policy* (A month later* the" .Marsha] Is 
received a letter frpm the school principal notifying them that the state 
department^ of education would not approve reimbursement of transportation 
for Barry to the private school by the local district.) 

Alternative programming for Barry proposed at the November 1974 meeting, 
included: 1) that; Barry be served through the local public schools as soon 
as possible., reg^rd ; less of the reimbursement issue; 2) that Barry be served 
through the private 'school until the end of the year, if the state would 
c reimbur$e' at least 752 of his transportation -costs (sis mentioned above, the 
state later refused to reimburse any of -his costs); and 3) that Barry be 
served indefinitely by the private/school. 

The issue of Barry's handicap was again 'raised. *, It was agreed that he 
should be evaluated, for the first time, by a diagnostic team from his 
intermediate school district s^prior to a December (1974) EPPC meeting. 

The psychological evaluation was conducted on December 6,-1974 (Barry 
was five years and five months old). Statements from the report foTLlow: 

• "Without aid, Barry did not correct his errors, needs much 
structuring of tasks." y 

• "Receptive language skills are much more advanced than expressive' 
skills;" 

• "Based on his performance on a non-verbal intelligence test, Barry 
is functioning like a mentally impaired cfrMd. However, it should 

be noted that Barry displays an'uneveness of profile that is atypical 
v^f these children. For this reason-, psychological re-evaluation 
should be done at least yearly." ' % 

Recommendations from the report included; 1) extensive speech therapy; 
2) emphasis on language development; 3) scheduled periods of gross motor 
activity t (not to be confused with reCess); 4) primarily non-desk activities- 
Barry is more at the free play stage* 5) when -working on academic tasks, 
Barry will need much individual attention from an adult who can structure 
and organize the task far him. 

The fifth EPPC was their field on December 11, 1974/ The local principal 
outlined his plans to develoD m aDDroori ate "program at the local school far 
Barry. The university speech clinic director testified that Barry needec an , 
•intensive speech" program and that with a behavior control program, he could* 
sit and do work. The local- school speech therapist stated she could not 
give 1*5 hours of speech daily to Barry. The county- special education 
director statedtone .hour a day would be possible,' by "bumping" existing 
lower priority children from caseloads of other speech therapists. 



Once again, the Orthopedic Room at the local school was, suggested as 
an alternative placement since there still was no arareeme-nt in' Barry's diag- 
noses. Mr. Marshall said they would probably appeal such a decision. At 
.this point, the EPPC voting members were polled regarding Barry'"s handicap. 
The proposal voted onwas that Barry was diaqnosed as EMI (educable mentally 
impaired , LD (learning disabled), and POHI ■ (physical ly or 'otherwise health 
impaired). All voting members approved this multiple diagnosts. Those who 
did not vote included: the university speech clinic director, the university 
speech pathologist, two local speech therapists the teacher from the tyoe A 
classroom, an occupational therapist and the Marshall's parent advocate. 
Those who did vote included the local school principal, the school psycholo- 
gist, the parents', the special education director for the county, and the 
private school teacher,* 
• , . . . V ' 

The' special education di-rectoY" then recommended that Barry be changed 
to the local school's Orthopedic Room on the following Monday. The voting 
•members reached a tie vote on this recommendation, so another EPPC meeting 
was set. ;The three dissenting votes were cast, by bath parents and the 
private school teacher. The school principal stated that he would take 
ander consideration adding a speech therapist to the list of "voting members, 
at the suggestion of the Drivate school teacher. Here it' is clear that the 
Marshal Is were able to bring about the continuation of discussion (in the 
form of yet another EPPC meeting) and to affect the form of decision-making 
(adding a speech therapist as voting member) through their active parti ci pa- ' 
tion in the EPPC meeting and their* votes; there is no question but that they 
had at this point an equal voice in decision-making for Barry's education. 

The sixth EPPC meeting was held in January 1975. Thfe local school ' 
principal stated that the school's afternoon EMI" (educable mentally impaired) 
program was then in operation. The other half-day alternatives would be- the ■ 
Orthopedic Room (under a POHI classification) \.or <EMI placement with older 
children, which the principal did not feel wou)d be appropriate fof-Barry. 
The question of the amount and„type of speeclf therapy Barry would require 
was then discussed. The special education director protested that he could • 
not subscribe to Barry's receiving one> daily hour of individual speech therapy 
because he did not have the staff to provide this service to everyone, and 
that .Barry .shoulc receive the sane treatment as ot^er children in tne dis- 
trict with parallel .disabilities. These' protests were^ignored in the 
group's recommendations. - - 

• 

* 

Prioj* to approving recommendations, the parent advocate pointed out - 
some reasons for tne Marsha,! Is ' .frustration wrtn tne continuing series of 
EPPC meetings. She statedthat the Harshal 1 s were basically satisfied With 
Barry s currdnt placement in the private school and did* not want to chanae it; 
instead the/ were asking for trajisoortateen reimbursement.. The advocate" 
also state*! that when alternatives were introduced at theSe' meetings, the 
parents were not. being provided with any specific curricular or program 
descriptions about them. 
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The conmittee then produced^the following recommendations:' 

. * 

• Barry should receive oop. hour of individual speech therapy daily, 
p>us x one 'hour of 'group language; 

• * Barry would 'be assigned to "the POM room for a,ha]fSday, and to 

the EMI room for a half-day; 

• A written evaluation of the total program would be produced by 
two months after the present date; 




• , The program woulcLstart within two weeks; 

-• Barry's program would include integration with normal children 
in supplementary activities such as music, gym and art, and 
^thatvUwould encourage BarrJJto *betome more independent. 

1 • It shouTa>tfe noted that the school district felt it had done' a considerable 
amount of accommodation to the Marshal Is in reaching these recommendations,* 
both in tjfle double placement and.the extraordinary amount of speech therapy 
• scheduled! The amount of mainstreaming was, undoubtedly viewed by the 'school 
district S^aff, also, as appropriate; but it was' not specified in detail 
to the parenXduring the meeting. The Marshalls were' initially fairly > 
satisfied with the results of this sixth EPPC" meeting, but after receiving 
the meeting minuted and detailed written recommendations, they rejected 
.the recommendationsNand asRed for the first of three hearings.- Mr. Marshall 
testified at that heaVing, held in late March 1975 at' the local school 
district offices:' 

"It all goes back to. the original goal for Barry, getting a 
place with normal children—with normal speech stimulus., We 
are not meeting the original recommendation. He is an ortho- . 

- j£*pedic, 'learning-disabled child now. He is approaching normality 
and is being put down again. With, an aide and teacher, we 
were toJd it was impossible to put him into a classroom "of 

• . 30." 

\ .. ' ' 

; After much' discussion, involving the Marshalls' lawyer, the hearing was 
adjourned. Another hearing was scheduled "in. April , and once again in* May, 
agyn at the local school district offices. Findings were forwarded to the 
state department of, education, and a decision rendered in favor of the local 
public school system. The' hearing officer did" reco'mmena that Barry snouid 
receive a. POHI evaluation by a physician specializing in this area. 

Upon studying the decision, the Marshalls! lawyer advised them to 
pursue further actions at their local school level. These have brought* Barry 
to his current setting (at ten years of .age)— in a self-contained EMI class- 
room, -and mainstreamed in music, gym and art. 

Details of the Marshalls' interactions with institutions, aoencies and 
officials over the, years since 1975 are discussed in the following section, 
dealing with the impact of specific provisions of the law. 
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II. The^Five Major Provisions of the Law' •* • * 
As 'They Relate to the Marshall Case 
' t '- - 

Protection in Evaluation Procedures 

The Marshalls have- used evaluations repeatedly and effectively in 
pursuing appropriate placements for Barry. They^e aware of their riqhts 
Mnder^this provision of -P.L. 94-142 and have exercised these rights on 
Barry s behalf. This provision has worked effectively for this family as 
far as the letter of the law is concerned. The Marshalls have very positive 
feelings about the number and quality of evaluations conducted on Barry, > 
but they have not been satisfied with. the placements which have resulted 
from these evaluations. Their sense of" the "rightness" of their son's 
eval-uatrons is very strong. To quote Judy Marshall: • "I feel we ha.ve ^ 
enough reports by experts, enough data that say Barry must be given mote, 
than he is getting— it-'s not just me, his mother, demanding." 

+u + o ach y -u ar the Marsnalls do 'face more evaluations despite their sense 
that Barry has become more and-more "test- wise" and more adept at manipu- 
lating testers. Judy Marshall states, "I continually tell them that he 
will manipulate a male and he should know most of those tests by heart but 
they still use males and again this spring (May 1980) he was evaluated again 
Barry s spring was a busy one as the summer speech camp director requested 
another evaluation (administered in March, 1980) because Judy Marshall 
wanted signing to be part of Barry's speech prograft-'during the six week 
sunnier camp. It does appear that there could be more acceptance on the 
part, of professionals of te.st results and less pressure on the child and 
parents to repeat a process over and over. ' 



In sum, 'the law has provided the Marshalls with the mechanism and • 
protection to accomplish a major task— they do have a sufficient number of 
?n !"« nduCted evaluatl 'ons of their son. "Barry has been evaluated in over 
40 different situations, by professionals in six to eight different institu- 
tional settings*. And the- Marshalls will continue to do what they have 
been doing—use the evaluations in their battle to obtain an -appropriate 
placement for their son. 
» , • 

Procedural Safeguards ' 

^though the letter of the procedural^ safeguards provision has been 
followed, placement rulings have pointed up differing interpretations of the 
law by Barry s parents and loc.al school district officials. The Marshalls 
have used the legal procedural safeguards to the fullest extent possible. 
There has not been a breach of tt^ parents rights or lack of proper prior . 
notification in relation to either the EPPC's or meetings regarding the 
Individualized Educational Program, ( IEP) for Barry. The Marshalls have 
attehded all^ of the placement and program change meetinas to which they have 
been invited by notification 1 etters.N They have exercised their rights to 
refust consent prior to placement on two occasions . This provision has also 
provided the Marshalls with the opportunity, nine times, to disagree with 
the decisions made for -program placement for their son. 
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o The Marshalls feel that this provision gives parents a strong voice 
in the process of placing a handicapped child. -Ihey have seen all diagnoses 
and relevant reports prior to placement meetings and they know who is making 
what recommendations, the information uoon which those recommendations are 
based, and, nnally, they know they have the right to accept or refuse 
placement. 

While it is guite apparent that this provision gives the parents 
the right to due process hearings if they disagree with a 
recommendation for placement, the Marshalls feel that, ih their case 
their efforts *iave become exercises in futility because the placement 
rulings have all been in favor of the .schools. In 1974, under the State 
Special Education law Barry was placed in a mainstreamed program in a pri- 
vate school outside the local school distri.ct. After observing gains irr 
Barry s development while he was enrolled in that program (e.g. better 
concentration, ability^to plan and execute an activity, improvement in 
social skills), the Marshalls believed they had found a program that met 
Barry s needs. But since this particular mainstreamed program was in a . 
private school outside the Marshall's local school district, the local 
district ruled not to provide transportation to the private school. School 
officials believed they were able to provide an appropriate educationa-l 
program for Barry locally. The controversy over Barry's placement appears 
to be centered around the definition of "appropriate". The law states 
that each handicapped child is entitled to "a free appropriate public 
education. The Marshalls feel the "public education program" offered is' 
o°} a oH!?o 1ate; the scn ° o1 . official 2 feel their program is appropriate. 

94-142 has not made, any more^or less, impact on these decisions. 

The ruling officer, in attempting to resolve this difference^ option 

IL?? 1 "^^!. 1 ! 6 - 16 "^ of the law has been met ; there ha<Pblerfr,o ' 
breach of constitutional rights; the EPPO's have been conducted -properly ■ 

a "i A* h0 u- haS a ^ m P ted ^ provide an ade q uate program to meet Barry's 
needs. At this time, then, the Marshalls have accepted the ruling and aie 
trying to work constructively w|th the district (see next sections) ' ' 



Individual i'zed Education Program (IEP ) i 

Since Barry's placement in 1977 in the local school district program! 
his mother has received proper notification of the IEP's and she has attended 
these meetings at the school with the teachers and soeech theraoist. Because 
of the-major role tne EPPC^s 8 lay in a cnilds oiacement in Micnican, Mrs 
Marshall at first aia not comprenend tne 'value of tne yearly .IEP process 
at the local school' level. She soon found, .however, that the IEPmee^inqs ' 
provided an oppprtunity for her to monitor the curriculum being used for 
Barry. HeV attitude now toward the IEP's is quite clear: "1 didn't put* 
much stock \ntherrr (tne IEP's) at all and didn't really think that much 
about them. "ftTh^F a sudden, I find out it's a review, like an EEPC 
. tS-TfsriEp 1 '"' 5 ^ educational change. ..and I did get signing put .in 

/ % ' ■ . 
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going on but you discover someday along the line that some t gs h ve 
*irrt j ff 0r ' St °PP ed :" u Jud ^ had pushed for signing-a posit 2 way for 
J^S'SJElJE*? Wlth ° thers -" a "d s.aw a planet up to allow fo/tSis. 
avn^ncf? •! rave1in ? t0 an °t*er city to an elementary school (at her own 
expense) taking signing classes to be par! of the plan to. provide Barry 
. with a means to communicate with less 'frustration. However over the 

mU ^ i ea s D eech W te]ch P P . nne ? Collab -- ative U". see"! Ho derate, 
wnile the speech teacher se't up a program of signing and' speech three 
times a week and started to work with the EMI classroom/teacher this 
Et ¥ momentU * during the year. Judy. feels tSi/hlppened becLe 

w^ r k o s?o° ina an "?h:7 ai : ed; W' 6 ' n ° one rea11 / feels the need 1o 
Xey (educalorsi I I" Y U s u some wh im of mfne. It seems like 

Xf« a cat ors) would want to do anything that would/ let Barry g'et his 

deas and needs across, let him work and learn at hi J highest potential 
IJ^V m - l ll PerSon wh0 has t0 P ush for this (signing but I don't ' ' ' 

HheTwSul \Z dS t t0 ,H Se : L n6Ver C ° Uld -<™ U ' ^ ^ Slanguage, 
in'tefl^nce'rd" LTbeTterT" ™' e ' Md gi ' Ve ™ S ° m6 Credit for 

Judv'rLVtL°t a t P h P pT S t0 be ar \ issue . of I£Ps Piling up and a feelina on 
Judy s part that they are carried out in assembly line fashion "They 

I feel I d Tt an pV USt h DUSh IE ? S - There are ' 50 fo ™ and paper work- 
I feel I can t get much accomplished. It's like Barry is iust heinn 

pumped through the system. I can't help^ut wonderTow mu of t e'lEP 
s done because it's law and how much is W out of genuine interest 
in Barry reaching his Dotential?" senuine interest 

While Judy Marshall appreciates the ODportunity to be a part of the' - 
planning for Barry's individualized education program, she has identified 

Tt uTr ^i We H k " 11nkS " 1n that process - How d ° e * a a?ent mo n o 6 * 
what is actually happening versus what was planned on paper? Are professionals 

fL ul ] aw in oroviaina tne ."individual educational program" to tne'cnild'* 
Judy Marshall's question stands-"Which is the most important to ly child? « 
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Least Restrictive Environment 



The Marshall's, have paid a high price in terms of physical and emotional 
energy to guarantee their son the least restrictive envi ronment, placement. 
Barry has been processed into and out of three educational settings since 
1972. The Marshalls have gone through, nine EPPC's and two hearings to get 
him to his current setting, which is still a compromise—a second choice—as 
far as they are concerned. The schools, however, feel they have met the 
. intent of the law by providing a program for handicapped children, including 
Barry. They have housed this program in one school and^t covers LD, EMI, 
EI, POHI, TMI and SMI-. The Marshalls .had the optibn of either accepting 
the local pragram or paying for Barry's education and transportation them- 
selves if they decided to le£v|e him in the private school and mainstreamed 
setting he was in at the time of the hearing. 

The Marshalls have, in a sense, .invested the largest part of a consi- 
derable effort in getting Barry placed in what they believe is the least 
restrictive environment in which he can function appropriately—a mannstreamed 
setting. They feel that this large* investment of energy and resources -has 
produced the least gain, in that they have been completely unable to get 
the mainstreamed setting they want. While they are clearly satisfied 
wi.th the changes obtained through their efforts, and with the amount of 
control they have had, they feel these small gains will always be over- 
shadowed by the fact that they lost the "larger battle" of overall place- 
ment. /Uthough the^EPPC recommendations included in the options \placement 
in "the private school in which Barry was enrolled at the time of his hearings, 
they, did not provide for, reimbursement from the local school system. As 
Mrs. Marshall stated, "the private school program was no longer an option 
for us under those circumstances." 

The. Least Restrictive Environment Provision appears to bring about the 
greatest disagreement between the public scnools ^and their strict inter- 
pretation of the intent of the law) an^the MarsnalTs quest for v the most < 
productive Least Restrictive Environment placement for Barry. The due 
process right to refuse consent has been painful and at times costly for 
the Marshalls. They tried to absorb the costs of sending Barry to the ^ 
private school for a short time but found it prohibitive, 
* 

The Marshalls have used all five provisions, of the. law, but lean 
heavily upon the Le&st Restrictive Environment Provision. They have used 
it appropriately and, on occasion, effectively for Barry's placement. 
'But the law cannot orotect tnem airing tneir meetings with tne professional 
EPPC committee memoers. It is during tnese nigniy cnargea, too often 
polarized meetings, that parents sucft as the Marshalls feel threatened 
and inadequate in trying to do the best for their child. Mrs. Marshall 
has shared these private feelings with us': "Where I have been put down 
the most is at tne EPPC's. You're the parent— and that's the limit. And 
I feel threatened at that point. If they would talk to me like J<had a 
little bit of intelligence...! brought him into the world v , ]) f ve got the ' 
problem, and I'm living with it. ..I'm going to have him all of his life. 
So— give me some credit—you know?— that I nave some sense of wnere we 
.should go with him." 
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Parental Involvement 

. *E 1971 ' Jud ^ Marshall returned with Barry to the hospital where, 
„in 1970, he was admitted on suspicion of meningitis. She thus took the ini- 

HtVlL^fu V n9 him St f^ ed on the series of tests and evaluations 
that had orily been suggested to her the previous year. That was the' 

beginning of the Marshall's long-term involvement in seeking appropriate 
Ttt ?L;? d H educa .J 1ona services. for Barry. They have made it I point to 
tfflrl* *l IL ? 1SU Van ' 0US educati0 "al programs that have been 
lid Elk titl Z*] placements f ° r ** rr y' They observe in the classroom 
tlit ll* the ^ achers and therapists in order to understand just" 
what the. program will offer Barry and determine if they feel it will meet 

dirertt; J^S™ ^ 0Ut and taken into considerUio prof io a 
direction and advice relevant to Barry's educational welfare. Thev have 
responded to all notifications of meetings and hear ngs They -have main- 
tained this vigilant involvement while-feeling at time 9 s S -extremely V frl?si?ated 
and put dowh by a professional cadre that has continued to grow each 
year, at each meeting, at each eyarluation, and at each program^ placement. ' 

In 1976 the Marshall^, discovered that their satisfaction in-findina 

^hnnTwrf e P la « m r?- f0r Barr * in a ^"streamed classro m n p ate 
jchoo was. to be shortlived. The local school- system would not continue 

Se'Sar SaHs^J^THr 0 "-^^ 1 ' 5 Pr ° 9ram ' When il beca * e a PParen7 
to the nnl J ,1 m ! 9ht haVe t0 give UP th - is pro 9 ram ' the * turned 

The Mar?£l u JL^ 1 ^ t,sing the ? roce * S a PP™priately~but lost, 
ine Marshall s say that they have no complaint with the process itself 
Their parental n.ghts are protected through^t the proc ess. Th e laraer 
question they pose is, "Is it worth all that it takes to go through the due 

a ec r 0 ? a t r he?r^;nri o riH so often 1 ? : Again ' the Marshai1 ' want 

' IZctll ?! tnlll ^° ry J 01 ?' *I we11 as the "natives. They feel the 
process is worth the effort. As a result of the last -few EPPC's there is 

S?stric r t a as'made 1 ^iV^ in thei > local «h£l7 T^scto " 
-t^m^L?? made an effort to hire appropriate teachers and therapists. 
The Marshall s feel that it was their .fight for Barry's right to a free and 
- appropriate education that was instrumental in pushing SschSol into 

•chnHrp P n n ?n% Pr ° 9rani *?* 1s benefitin 9 other familiei with handicapped 
cnijdren in tneir rura^ area. 

Mrs. Marshall states:. "In a multiple handicapped- child where do thev .' 
Shv'ha 6 nn r dec1s T S? '^ices to the greatest handicao--o^t£ i least * 
fi 5 no ° ne _ at tne scnools or £PPC meetings recorded a L'earntna Dis- 
abled Program ror Barry? All of nis evaluations stress nis abil ? 2s 
being limited by speech, not physical handicaps. Has" anyone asked us to ■ 

wtloa'reni LT S/r^^ 3 ^ and talk '* ove ^ ? Who cares? Do ' 
we (parents) say, Well, he's in ^program, don't. rock the boat, I've had 

, it, no more arguments, no more prdblems?' Me, as a person, I say it's like 

sS O u?d^ a i^p'^% 90 °o j0b and y0U 9et a chance for advancement. It 
should be like that foj-Barry. A chance to do better. I keep askinq these 

ShoSSr 9 W ^- 0i : 9 ° Ur b6St? We ' the parents ' and 'we'? tKe 9 
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. , • s ■ 

At the end of the 1979-80 school year Judy Marshall "is expressing 
some real concerns for Barry's future (which also includes herVuture)- • 
Time is slipping away from me. Next year is, his last yeUr at the elementary 
school. Have we done our best for him? I just don't know." # 

The Marshall s/eontinue to stay involved in Barry's educational process 
at times at their/own expense. While they have- appeared at all the meetings ■ 
hearings, evaluations, etc. that professionals have sunmoped them to, ' 
-they feel that their input is rarely taken seriously. • They-had jioped to 
advocate, use the law and bring about a better education for Barry by 
being "involved.," They are beginning to show signi'of "burn-out."'- 
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III.- Major Issues of the Marshall ,Case 

In the preceding' -sections qf this document, the relevant -impacts ; 
of the law- and related issues were documented for each of the five major 
provisions' of P.L. 94-142. This section presents another way of looking 
at notable. features of the Marshall case, features that cut across the ' 
major provisions and highlight areas in which, adherence to the spirit or 
intent of ^he law does nofnecessarily equal adherence to its^etter 
These areas also represent aspects of. the .present case that the researchers 
will continue to follow up and explop in greater depth in the Yfuture. 

Ongoing Placement . \ 

Judy and Ronald Marshall have invested themselves heavily in their 
quest to- provide the best educational envirtfnment"possibJe f or Barry, 
ims has- been a financial as we 1.1 as emotional" "hardship on this couple. 
Mr. -and Mrs. Marshall want Barry to have more challenge and opportunities 
to be wath normal children in a' normal learning environment. It appears 
that placement Id a program providing the least restrictive environment 
will continue to be an issue with this family as Barry continues to move 
through the school system over the next several years. Mrs Marshall' 



analysis of her dissatisfaction with Bawry's current placement is. as' follows 

"I don't particulardy^agree with mainstreaming at this 
, point. r Idealistically--in my heart— that's the way I'd like 

it -to be. But- I don't thihk it's "doing the'job that they 
• expected— what their idealistic ideas for it were. - It's not 

working for Barry. Now he's getting mainstreamed. What 
, • they call mainstreamed is music, art and aym. And I- say, 

whoopee. I would rather they keep n>im witnin the (self- * ' 
.% contained) classroom. Gym? -Fine.' Now that's something he 

can do with other kids if the*teacher is willing to 
"work with him.' Music and art? I feel they are the losers... 

Barry is the loser. The teacher does not have time to spend' 

with 30-some students and Barry. 

I don't know about tne other counties around here, out ours ' 
- has' every special education class within one building. I 
'feel one building's teachers shouldn't be burdened with all 
the mainstreamed kids. Here they've got LD, EI, ?0HI, TMI , SMI 
and EMI.. You can't excect tr.em v tne teacners, to ta<e all 
that. 1 They (the'children) should be placed in different 
schools. I don't think in. public schools you have the freedom V 
to make those kind- of suggestions, you know, as a parent." 
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a+ *u Judy J Ma !? h ? 11 continu * s . to feel strongly about Barry's placement 
L th t f" d H ^.^ + 979-80 school yea r , Barry was evaluated once ag\?n 
tZ I cmt W1 ? thl V va1Hjator about her concerns over Barry being removed 
from his EMI classroom so often in the name of mainstreaming! Her state- 
ments and questions were valid ones. We would like ta share them: 

* " "At Barry's elementary school, the 'normal' kids get to 

school, go to their classroom and stay together. They go 1 
put to recess and lunch and out to gym class. All the 
rest of their learning is done together. v Now the, kids in 
* • B J rr y 5^Ei classroom are expected to go out of their 

class/ofim lor speech, art, music, gym, and some go for math 
an^reafongX These are handicapped kids who are expected 
to Tearn in th'i^ kind of in and out, all clay, everyday 
I environment.., They (handicapped EMI) ne&d the same, if not 

^ ^ more, continuity in their lives as the normal kids. It's 

not fair to them to continually take them in and out of their 
classroom. And all in the name of mainstreaming! The nimal 
and handicapped play together^ recess and gym and socialize 
at lunch. The handicapped j<ids go "one" or two jat a time into 
these normal art and music classrooms. It's like segregation 
not mainstreaming. They are never a real part of that class- 
room—just an 'outsider' who drops in once a week or less often 
in some. cases. We are asking more of the handicapped child 

m than we are the normal ones. - Who are we mainstreaming. then?" 

Facing the Realities of t he Child's Handicaps in Relation to His Future < ' 

Barry is now'"ll years old and rapidly outgrowing the "cute little kid"" 
stage. Judy and Ronald Marshall are starting to -take a look at the life- 
long commitment a child with Barry's limitations necessitates They 
believe they have accepted the fact that he is handicapped and 'feel they-, 
understand his handicaps as-much as possible given, his uncertain diagnosis 
They are worjing diligently toward improving his, means of 'communicating 
with his world. • They feel many "things he does point to the -fact that his 
inability lo comraumcate rwoe"-s his proeress. Mo one can really t*ll -nem 
where he will go .developmental^ because of his severe speech impairment^" 
One tester-related that Barry was having a problem drawing, two overlapping * 
circles. He pondered his plight a few minutes /.then removed his glasses' 
and traced around tnem to create tne two overlacDina cities " It is at 
.moments like this that parents such as the Marshalls feel a tiny hope 
spring up again,* that makes the battle to provide every possible oppor- 
tunity for .him to learn worth it all. 

The Marshalls take advantage of every opportunity to provide Barry 
with contact in the world outside home and school, including short stays 
away from home. In 1979, Barry attended a summer speech camp for two 
weeks His mother laughingly points him out in the group picture he 
brought home with him. "Look, there he is with his tongue stuck out I 
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guess that- was his general opinion of going away to-camp for two weeks " 
5ne also shared some insights with .us concerning their attitude toward 
Barry s ruture, regardless of how uncertain it looks- now at 11 years of 
age. Her remarks are very -candid: • 

4 i" * * • ' 

"We are already talking about going to speech camp next 

• year (1980), and he's already saying, 'no way.' I tell him 

you don't have a choice, Barry.- SoesSwha*, if it's good 

for your speech,, you ' re, going. ' Oh, I think he feels good 

aoout it, it's just that he's very close -to us and we tend 

to be very close to him. I think being away is not his' 'V 

number one goal in life But I've got news for him. He's' \ 

got to get used to it, because he is aoing to be doing a \ ' 

lot more of it in the future. If it's at ail "possible for ' 

him, I'm not 'going to babysit him for the remainder of his 

life. He's going to have to. do something, go somewhere, and 

function somehow in this world. As much as I would like to 

protect him, v^e've done more than' our share of that. A <>He's 

getting to be a big kid now." 

Some majo,r changes have taken place in the Marshal Is" lives since 
Judy s- above quote in the fall of 1979. Baary'* older brother expressed 
interest in going toa Christian Academy in a southern state: A cousin 
was attending and therefore he was familiar with the school. The 
Marshalls visited/the aoademy, talked it over seriously as a family and 
decided to let Jerry try it the 1980-81 school year. It was not an- easy 
decision for the Marshalls to come to. \jt will mean both a financial , 
and emptional strain. The family is very close-knit and they sense that 
they are going to miss each other a great deal in the beginning. Judy ' 
stated:. 'Although Jerry has /never come right out and said anythinj, I'm 
certain part of him wants to get away from Barry.- Barry takes a lot of 
our attention and energy I know. He aJso demands more of Jerry too, "now ' 
that he's getting trigger himself. I think Jerry needs this chance to 
get away and we'll give it to him. It sure won'-t be easy and. we've told 
him. 'We are still the parents here and we will continue tg make decisions, 

if you don't like it say so, and you can come home."' The'Marshalls 
received official notice in June that Jerry has been accepted and is expected 
fat the school on September 2', 1980. Judy said Jerry had the card on his 
burretin board with the date under! infed. 

' Another interesting turn of events that is significant to the case ' 
study ,Ts a decision on the part of the'Marshalls to' move to another county. 
Over a year ago a friend of Judy's l'nvited ,her to go visit some group homes 
for the .'handicapped in an adjoining county. Judy was quite impressed 
with the physical appearance of th'e homes and the manner in which they • 
were governed. She inquired about putting Barry's name on a, waiting "list 
even though he was only ten at the time. She was informed there was a 
seven-year waiting list; therefore , 'it would be appropriate to get an 
application in early for a child. While pursuing that notion, Judy 
discovered they also had job openings for caretakers to cover weekends 



jjhe inquired into that possibility for herself and was eventually hired. 
She does the cooking and manages the house and clients over a weekend • 
• period covering Friday evening to Sunday evening. Before taking this job" 
another major family discussion/decision session/ was held as it meant 
Judy would be away from home and Ron and the boys would te on their own. 
Sinceylerry's school tuition was going to be an additional expense, 
everyone agreed to try out this arrangement and to date 'it has worked out 
well for the family. 

» 

Probably the most significant decision this family, has made recently 
in relation to their handicapped child is the one to move into one of 
the residential group homes as "house parents." A new one is being built* 
this year with a large apartment (two bedroom) to house a family. Judy . " 
would then do the managing, cooking and supervising the clients on a full- 
time basis. Of Course, Barry would then live with them in the apartment 
but be able to socialize with the other handicapped clients. The depth 
of the Marshalls' concerns for the entire family surfaces in Judy's remarks 
concerning this decisipn: 

"We decided not to risk everything on this move. We will 
not give up our home out here' 'in the country. My parents 
have agreed to come and live -in it. I've taken -both boys 
^ with me on several occasions to the group .home I. work in 
to let them get the feel of it. Ron cao'still do his job 
- from that county as it's right on the border line. Also, 1 . . 

Jerry will be going off to the academy so he will not be ' 
, there full-time. We are going to try it and if it works— 
great— if it doesn't then we can come/back'to our own 
home. It has to work out for all or us^" > . 
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I. Introduction 

Brief Case dfttch 



* h?s^rirx r !- urry a,so M t M,t ^ s xs r «?t?«ii,i o s; rt n S 

?n ! P SI \ 5 ' u " hlS ablllty t0 learn wh en problems were presented 
in a V1 sual mode. H 1S problems were primarily in his hiqh diftra?tihi?i?J 

^n^^H 6 ^ 6 !! 3 ^ 1 ' 0 ^ Sh °' rt a «ention span, inab Vity to «5o£ 2 d re£' 
- we awJ?? social interactions with peers Sty 7 
Tear were also noted m his behavior at times. -One teacher noted that hp 
was very considerate. of other children who had been hurt or Z seeded 

• the P^f ' ^^0^ to • 
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whether intellectual -retardation is due to emotional impairment or some 
organic condition, are simply not clear. . Larry's parents and teachers' have 
noted that his nearing^is selective-he hears and. understands when "he wants 
to. But-ne all.top^often uses his hearing loss to "tune out" reality 
Many of the social and intellectual-demands of daily living appear painful " 
to him. - l 

Larry's educational his-toryVef 1 ects the lack of consensus about the 
causes of his proolems.- Upon recognition of his hearing loss and its - 
effects on his language development, Larry's parents started him in speech 
therapy at the university hospital clinic and nursery, school at a private 
nursery, school in August 1974. T-hi/f arrangement was continued until Decem- 
ber 1975, when a decision was made in Larry's, first EPPC that Larry -had 
made enough progress in his development to place him in a regular public, 
school kindergarten on a. trial basis for six weeks. He was then five 'and ' 
a half years old. His- behavior in the public school, k.i ndergarten was seen 
as inappropriate to that setting, and a second EPPC meeting in March 1976 
led to a new placement in an integrated preschool program for handicapped 
and normal children at a local private educational researcn agency, vtith 
speech therapy at a second university in the area. ".An evaluation at tnat 
time included the fol lowjjjg .comments : * : 

"When interactions ir^ved morejtnan casual social contacts,' 
his basic s]ownes / rfiirimaturity , and anxiety was evident.' He 
became ex.tremely impulsive, with many scattered responses and 
little evidence of good internal controls... He might learn to ' 
deal with "day-to-day problems more effectively if he-were -* ■ 

required only to meet demands within the range of his abilities.- 
Placement among children his own age wno are funct#h : TTre~~a± "a^ 
higher (average) level will probably not set an example' tobe ■ ^ 
imitated but raise nis anxiety level 'an'a increase unfocused ( 
behavior." ^ * ' • 

"From March 1976 to June 1977 Larry remained- in that preschool -program, 
receiving regular speech therapy. Progress, was noted by staff from both 
programs. In June 1977, at the. next EPPC meeting, a decision was made th*f 
Larry was readv for public school. ^ e wa s r^acec 2 recjlar firs- <^=de 
classroom in a scnocl in a neignocnr.g aistrirt naving ar £oucaole7lenta]]y 
Impaired (EMI) program that he would participate in 'part-time This ■ 
arrangement lasted for one year. In September 1978 he was placed "in another 
elementary school -'n ^5 own district, w-'t" a teacher-cc^ul tant anc a-;c° ' 
to worK V/1 tn m-. "<--<; "as"°d ~r" - - . " ■ t ■ 

^™ h o/ irSt elei 5 entar y scnool, ana finisnea the' school year. During the' 
I: cur SC 5°^ ^ ear ' he " remained in this school, with a aual placement in 
the EMI and Er (Emotionally Impaired) programs of that scnoot. Speech * 
therapy continues in the school setting. ' ' 
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' „„ h ^'V 11 ] be descri ' 5ed shortly, Larry'- S placement history reflects a 
good deal of negotiation among parents, evaluators, local educational 
agencies', and teachers. .It also has been characterized by trial of a* 

. variety of service alternatives. At present, he is in third grade, and 
^!rK 6 T S ,f V1Ce v i? deP a ' double Ossification as both emotionally 

V S hyperactivit" menta . lly im P aired - Larry takes regular medication 

The Corwins li>e in a small town in;a semi-rural area of Michigan 
ISif Z area ; s . som e-twenty miles away. Larryls parents, Jeanne 

and Richard Corwin, work in manufacturing plants in the auto industry. 
Both have worked, a number of different shifts over the years, and the " 
Rpssibi ity of lay-orfs is a perennial feature of their lives. (Jeanne is ' 
currently laid-off, but receiving sub-pay, which after baby-sitting costs 
Saved, is equal to her working pay.) In spite of job insecurities, the 
family appears ttf De in reasonable financial shape, . 

• The Corwins have'six children: a baby -boy born in 1977, and five ' ' 
others ranging- in age from sixteen to nine and a half. (Larry) The 

• nf? n J °J 6St : R ° bert ' is in eig * h 9 rade ' and i n tn e ^st two years. his 
parents have become extremely concerned -about his reading problems at 
school. About a year ago they started an evaluation process for him that 
has finally led, after considerable conflict and negotiation, to his 
receiving special services .within the middle school setting. Thev feel 
Samuel the youngest, is^an "exceptional" child, very brjfeht, perceptive, 
and verbal. In fact, they are concerned that* he is catching up to Larry. 
Jeanne Corwin has expressed it this way: • . 

* * * 

"'Samuel is- beginning to caich up with Larry ,/and I'm afraid - 
I dop t want to hold Samuel . back, and I'm -not going to, it's 
not, fair to him. I feel, though, that mayoe Larry will start* - 
noticing...! don't want him to turn around in two years and 
. say boy am I dumb, here's my five year "old brother; why don't 

-I, know that, he s five years old and he knows that." 

The Corwins* main concern with respect .to Larry recently has been his 
tendency to retreat to-a fantasy olav world much of the time, both at home ' 
and in -scnoo.. ,ms world is populated witn television ana otner fmaamary 
characters, and Larry ^an easily spend long periods of time,in it, talkinq ' 
to these imaginary playmates. A staff member of a. local community mental 
health center, with whom the* Corwins- nave some contact (tM« contact r*"ui>°s 
.urther,ooK-ing into,, has tola tne Ccrwns mat LaV~v r.e«as "his ana -a- * 
eventually he will outgrow it. But they are concerned that it interferes" 
with Larry .s learning, especially in school. ^ 

«* '. *' 

t , The Corwins are. increasingly looking to the future?, and wondering how 

• competent Larry wil.l be to take care of himself. Their concern for his 
-anf.sy play interfering with his learning is an expression of this con- 
sciousness of the future. Jeanne Corwin has noted: 



He seems to be doing all right, but I'm beginning to feel 
anxious. . . I know he has till he's twenty-six, that he can 
Jo to school and continue his education, but he'll be ten 
.in July and ten year-old children ate least know their 
alphabet." \ > v * ■ 

loving concern for their 
< children in genera! and Larry in particular.. Because there are six 
children in the household, things can get quite hectic. But they try 
their best not .to lose him in the shuffle. Having Larry's needs met 
has clearly been a central and continuing concern to the Corwins; they 
appear to be increasingly aware that this will require a good deal of time 
and energy for many years to come. They mentioned that a mentalhealth - 
Official told .them that while Larry would never be an aeronautical, 
engineer, he d learn to support himself in due time. That, they said ; , 
was the most hopeful thing anyone had said to them in some time. 

. .w .. ; ,.' 

A Chronology of ..Contact s with Institutions 'and- Service Programs 1 

As has been mentioned earlier, Larry's early development gave his 
parents no special cause for concern until he was approximately ■ two years * 
old. At about age two, Jeanne began to worry that his speech was not con- 

ElEIii t ey t ? a u d that he did not seem t0 ^pond- to spoken commands. * 
JrJSl u J 6 ,^- a n1stor y °f repeated multiple ear infections. I*i March 
of |9<4 he ^ had his tonsils and adenoids removed, -and underwent bilateral 
myringotomies. Referred at this time to speech clinic in^.the pediatric sec- 

'Jhpl (? L a i ; i ar9 f Q 7!! i y e r Sity 5 0S P; tal-in a nearpy urb*i area, he was examined 
there .in July 1974 (at age four); the examination found a, profound loss of 
hearing in. his right ear and a mild loss in his left; •Recommendations 
included- further examination ana the .provision of- speecn therapy! Psycholo- 
gical examination at this time showed some-overall' delays. 

The Corwins placed Larry tn a private main'streamed preschool in the 
urban area, and provided speech therapy for him through the university speech 
clinic. These placements lasted through November 1975 (until Larry was five 
years, four months oldV His .teachers in&allv no- 5 - 3lff>u"l2 "r*-- 
stanoing nis'veroalization, as well as in coping wun.nis high activity" . 
level and short attention span: "he seemed to flee the* room within seconds," 
one. report stated* Over this period progress was nbted in his language, 
and in his caoacity to attena to tasss and to taKe resc-nsibil i* v for nis 
actions; «e also snowea considerable, grcwtn in cocriti.e aspects". Tnro'ucn 
th\s -period, the Corwins paid for the preschool and provided their own 
transportation for Larry. 

: . - > , , ■ ' 

This section remains the same as reported in the first -year annual report 

Up ^2- t - J he / nd of the 1976-77 scto0] lt ^s beenSabstantially 

modified from that point on, and presents an account of the imDli'ca- 
tions of a -school district's failure to comply with state and federal 
special education -law, witTT a resulting state investigation. -«> 



0 *r ■ j 

Psychological re-examijiation at the university. hospital in Mfcy of 1975 
(age: four years, ten months) reflected his teachers' sense of progress in 
Larry. His examiner found fourteen months' growth in Larry's mental aqe 
over-a ten-month period, and said: "I still leave it open (as)" to his * 
actual mtellec^al potential."- The Covins, at this time were planning to 
have Larry enter kindergarten in the .fall, and possibly stay there two years;" 

A re eval nation "nf ^ ^ mS l W™*rUtz for Larry's stage of development 
■A revaluation of Larry's speech status by the university clinic also 
reported considerable progress in October 1975. 

Against this background, Larry's first EPPC meeting was held by the 

J2£l \ / + - 1n . De «niber;975. Jeanne Corwin attended'. The committee 

recommended entry in January. 1976 for Larry into the local school's kinder, 
garten on - a trial basis for six. weeks. - I 

h.h»wf r ? le !I S | W * h J istract, ' bilit y ^d hyperactivity, as well'as disruptive 
behavior and lade of retention of materials and skills previously encountered 
in the nursery school, surfaced quickly in the kindergarten setting. By ' 
early February^ 1976, the school district was conducting further evaluations 
of Larry, aft requested that the intermediate educational agency send an 
•examiner from its center for 'trainable mentally impaired children tofur- 
llil^l !* ? ■ 6 - Ch M ld 'u 1)16 evaluati o*s led to Larry's next EPPC meeting, 
which took place in March of 1976. Again, Jeanne Corwin was present. ' 

r ™^]° nS * ln - 1C -^ that Larr y was functioning in the- EMI .range, and the < 

rnJJK"? 5 [ ec °T en * e J "!! T ediate change of P^cement, to a program, that 
could be highly individualized and offer intensive concepts work " It ' 
was recommenced that Larry be placed in two sequential programs in yet 
another urban area some twenty-five miles from the Corwin's home town: a 
morning preschool program at a private educational research organization 
that provided a mamstreamed setting; and- an afternoon intensive soeech 
therapy program at a speech and hearing clinic in a college in that urban 
area These programs were offered at no cost to the parents, and the dis- 
trict undertook to provid^ transportation for Larry to the' programs. 

Ej&llment in the new placements began in Aprill, and a third EPPC 
jeetirgpgHfeconvened in June 1976 (by then Larrv was almost six years old) 
to, review tnei- results. >s. Corwin was once aaam or=s^t- -v» sencoi 
district was represented by the director of special education, and both 
service agencies sent representatives. It was agreed' that current settinas 
were appropriate,, and ,summer soeech theraoy and Dlacement in both settinqs 
again was agreea upon tor tne scnool year )976r77. 

> t _ Both -programs .provided reviews of Larry's development during the fol-" 
lowing -year The. college's speech and language clinic gave Jeanne and 
Richard guides for a home speech. program; the preschool staff made home' 
•visits. Again, progress was considerable; althougn the clinic setting 
reported continued limit-testing and manipulative behavior, there were on 
the other hand .signs of a lengthened attention span, increasing clarity in 



expressive language, and much evidence of cooperative behavior with regard 
-to other children In particular, behavior-modification techniques seemed 
to be effective at least part of the" time in helping Larry, control his 
activity level and impulsivity. * 



^The next meeting of Larry's EPPO-was 'scheduled for June 1977. Again, 
1 nn«?M f! 911 concerned that entry into a regular school setti'ng .was 
a possible alternative (Larry would be seven by the fall of that year) 
Recalling the problems with the- last attempted entry into public school, 
the local special education staff invited to the. meeting persons -from a 
child psychiatry clinic in the area that offered day programs, and from an 
area private school for EI children, as well as staff from the college 
speech Program, the private preschool, and the Jocal elementary school prin- 
cipal. At .the meeting a number of alternatives were discussed. The con- 
sensus of the committee was to reconvene at -the beginning of September to ' 
determine the most appropriate program. for Larry. 

Prior, to' the September 1977 EPPC the school psychologist from Larry's 
home district made considerable effort to find an appropriate program for 
Larry, based on the district's knowledge of his history and needs. The 
reason for this search was, reportedly because of Larry's home district did 
n JJr aVe 3 program that the y f elt was appropriate for Larry, that was' a 
^-contained EI classroom where Larry could work with just a few other 

ildren present. The psychologist looked into a number of the local special 
education regions prograros\ also at the integrated preschool' program where 
Harry had- spent over* a year. He was unable to find a program for Larry. 

*h„ \?L' the ] ?^ 7 ? SChbo1 year began ' Larr y was without' a program, and was 
thusYiot enrolled anywhere. On September 21, a, week after the school year 
• began), an .EPPC meeting was neid for Larry. After considerable debate, the 
participants reached consensus that Larry was to be classified as emotionally 
impaired, and that a self-contained EI program would be optimal for him * '* 
The program, then available in his home district, was organised such that" 
the EI teacher was seeing. 13 children for two hours a day in- groups of three' 
or four It was felt that this constant change, in grouping Would be ex- 
tremely disturbmc for Larr.v . 2 r,d *nat *e needed j»situati on .where ne could 
beco/ne socialized into a consistent, grouping of peers. ' ' 

A decision was made* at- that point to place Larry temporarily. in -a self- 
contained SMI class>oo~ «n a ne^wcr'nc aistr'ct, a-til his own district 
could arrange :c se: jp an appro?- ate proa-am -"o- ^rn. Tne Covins 
were informed that it would Itake about a month for "this" program to be set up, 

_iln Michigan, a number of smaller J districts join together into "special 
education regions," in order to be able to pool resources to offer a' 
wide range of services. Children frdim one district can be placed in 
a more appropriate program in another, without special .administrative 1 

' arrangements. . . \ • - . 
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and it "was because of this fact that Larry was placed in an EMI classroom 
instead of remaining out of- school." 'Larry's home d'istrict-at that point 
clearly indicated an intention to set up a program for Larry, by November 7. 

This .program was never implemented^. Larry continued to be served in 
the neighboring district's EMI program during the months. of October, November, 
and December. Another EPPC meeting was held for Larry on Decenfcer 10, at 
which time his home district presented a new option for him: "direct 
service to Larry for less than one-half day daily from an EI teacher with 
the remainder of the day to be spent with an aide in a general education 
classroom. Speech wauld be offered 1 to 1.5"hours per week." No consensus 
on^this was reached at this EPPC meeting. 

A third EPPC meeting was held on December 20, 1977. Mrs. Corwin 
indicated that this new option was not' acceptable , among other reasons 
because "the room for Emotionally Impaired at„(her local) elementary school 
was without windows." The room was also reportedly very small (18 feet ' 
by 14 feet). Other participants at'this meeting, most notable Larry's 
teacher in the £MI room and the principal of that school, felt that it would 
be inappropriate -and harmful to Larry to , put him in general education, even 
with an aide; it would be, they said", "the equivalent to setting Larry up. 
for failure." Consensus was reached that Larry would remain in the EMI class 
to which he was adapting well and in which he was making progress, for the 
. • remainder of the academic year* "pending state' approval ."' .' 

At this point, a process began that is crucial to narrate in detail, 
because it led to a state investigation of Larry's home district's compli- 
ance in La rry's case witn tne state special education law, P .A. ,198, and 
with P.L., 94-14&, Wnile at tnat time it was seen as aamini stratively and 
legally appropriate for Larry to be placed in his neighboring district be- 
cause it was part of the local special education region, tpere was some- 
question as to the legality of his placement in an EMI classroom -(which 
; - • . was already crowded) in spite, of the fact that the teacher in that 
^ Classroom was a unique, warm, ''marvelous" teacher, who quickly came to 
. commit herself to Larry's success' in $chool . The superintendent of the 
district whosre'EMI program Larry was attending arranged with the Special 
; Education Director ;-o nave a better, sent to 'tne state, exp:aining tne 
situation. f . 

The State Director of Special Education responded, in a letter to the ' - 
superintendent .of .a* - *"/ s ^ore district -i M ar:n' 15"8. tnat that district's 
schools 'nay not refuse 'to service a student- in an appropriate proaram on 
the grounds that they do not b,ave sufficient 1 classroom space unless the 
school district has received such permission from the State Board of Educa- 
tion." The Special Education Director also wrote>that: . ■' 



EMC 



70 



7 



' 2V 0 ^ d a that the scn ool district is in violation; 

of Section 121a. 552 of the rules for Public Law 94-142 and 
the requirements of Section 504 of the Rehabilitation Act 
These regulations require that handicapped students be placed 
in the least restrictive educational setting. Specifically 
Section 121a. 552 indicates that each handicapped student must 

' k-?!?- ]" a D a PP r °P ria te program and, unless a handicapped 
child s individual educational program requires some other 
arrangements, the child is educated in- the school which he or 
she would attend if not handicapped.-' 

Given the information at hand, it would seem that this student 
couldattend a. regular education program in his hoale school 
district provided the school district hired necessary personnel* 
• We understand that his district's school has no available class- 
f?nf; h 5f ! Ch o 01 distri ^ nas the option of seeking a ttwiation 
from the State Board of Education if the} cannot «4tfce Audents 
. due to lack of classrooms, or obtaining pbrtable classrooms, 

building on to existing buildings, or developing some other alter- 
native to make qlassroom space available so that handicapped 
students can be appropriately serviced." 

Unrll^ he . n ?J ed T t 5 at he was recommending that the Director of Special 
Education of the Intermediate School District (a county-size jurisdiction 
acting m a service capacity to local districts in Michigan) Initiate a! 
investigation of the situation. y ' ,ni " aie an 

a* ^- T 5^ S , inve ^igation was carried oul durtnfU^ch of 1978, with a set' 
?U\ ndl M?\ SUbm ' tted t0 the State at ft* end ° f Ma ^h- The findings -were 
ft tiX^f.t s f ate . la *' and ^y's "ome district was found to be 
in violation of the law in a number of areas, among them: 

(1) the superintendent had not initiated appropriate special 
education services within 15 school days after Larry's 
parents had been notified of a placement decision; 

«(2) that Larry was never olaced in an EI program, in spite of 
an EI classification; 

(3) that ttfe classroom space used by the teacher/consultant for 
_.ti children was maaeauate, ,ana did'not meet minimal criteria. 

•r 

Larry remained in his EMI classroom foV,thd*rest of the 1977-78 school 'year. 
His teacher and .principal were somewhat concerned about the placement, be- 
cause there were 16 children 1n the classroom with Larry, which made it 
difficulty give him the individualized support needed. Nonetheless he 
was becoming part of the class, and had developed a close relationship with 
one of the other children in the class. , femionsnip wun 
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In 1978 another EPPC meeting was held for Larry. In attendance 
were school level staff from both districts, a school psychologist, a 
social worker, Jeanne Corwin, and a parent advocate. The Corwins wanted 
Larry back in his own district next year, if at all possible/ consensus 
was reached that' Larry would be classified as EMI and EI. This was' the 
first mention of a dual classification. It was decided that Larry would 
be placed in the second grade at his home elementary school next year, ' 
with a program designed- to keep him With 'his class for academic work he 
.« can handle, but relieve him from tasks that will frustrate him exces- 
sively..." The special education teacher will be available to Larry four 
and one-half hours per day, and have responsibility for him the entire 
day. He will be mainstreamed when possible. ' 

That summer the assistant superintendent for Larry's home'district 
wroteto the state special education compliance officer, in response to 
the findings of the investigation, 

"Larry will be enrolled in (his home school district's) 
emotionally disturbed program... he will be served in a 
self-contained situation... He will be housed in a room 
14 x 18' which the teacher consultant for EI uses to 
servesmall groups of EI students. The regular class- 
roomis not available because of the extreme overcrowded 
conditions in (his home elementary school) for all 
students..." . 

« 

Larry began the 1978-79 school year in his home elementary school. 
He spent the. majority of each day working one-on-one wjth an EI teacher, 
an EMI teacher, a speech teacher, and an aide... He received about 20 

week 1n one -° n -° ne instruction, and spent the rest of his time in 
a s>cbnd grade general, education classroom reportedly moving around ouite 
a bit duripfg the day. A review EPPC in November 1978 recommended a ' 
continuation of that placement, as it was seen to be adequately meetinq 
Larry's needs. 3 

The Corwins have reported an increasing dissatisfaction with Larry's 
placement in t*e aoove setting as tne r 9~3-79 school /ea*> *ore on. 
There apparently was regular disagreement Detween scnooi and home on the 
degree to 'which the School should tolerate disruptive behavior by Larry. 
The Corwins reDort that they were called numerous times during the year' 
•to take Larry norre from school, or to be told of LanV.s :isruotive be- 
havior: , 'every z:~.e ne ran aown ^ne nail tney were cal ling me to let" 
me know how naughty Larry was, it was very aggravating." The conflicts 
between home and schoo3 apparently made life somewhat uncomfortable for 
Larry at school. The school staff felt increasingly that they were not 
able to meet Larry s needs.' ' 

: ' / 
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• Nonetheless, a report by Larry's EI teacher 'in March 1979 noted that 
Larry had ."shown much'-growth since September." His ability to'carry out 
academic tasks improved steadily; also his willingness to fallow directions. 
It was noted that changes in routine were stressful to him. Also, he 
occasionally threw temper tantrums which he himself described as "the 
cowboys and. Indians having fights inside." The report recommended that . 4 
he continue his individualized program, but have more regularly structured * 
opportunity to interact with peers. ». 

The previous school year, late in the year, Larry's home district had 
reportedly withdrawn from its designated .special educational regional grouping, 
which included the neighboring 'district in which Larry participated -in the 
EMI program. k That withdrawal, denying the district legitimate access to' its 
neighbor's resources,- plus an institutional "desire to comply with the findings 
of the investigation of LaVry's case, contributed to the decision to have" 
Larry placed in. a program in his home elementary school. Larry's h6me 
district rejoined its special education region during the 1978-79 school 
year. This made possible a train of events that brought, Larry back to the 
neighboring district's EMI room, plus a newly created EI room, in March of 
1979. * 

As has been reported, Jeanne and Richard Corwin were becoming increasingly 
upset with Larry's placement as the year wore on. In addition, the staff at 
his home school reportedly "discovered as, they were Working with him that.it 
was just extremely hard to meet his needs." ' In late February the superin- 
tendent of his home district contacted the superintendent of the neighboring, 
^district, and asked, if the latter would consider taking Larry back. An EPPc" • 
meetjnj/was held, and Larry's parents were in favor of this move; in fact, - 
theThad stayed in touch with his EMI teachef, who they liked very much.. 



Observations in the School Setting . , • 

t 

: Historically, across different institutional settings, observations of 
Larry have suggested a fairly*consistent pattern of behavior. When working 
by himself on a learnfUg -activity he reauires a great' deal of adult atten- 
tion and sjpoort, out tr.is suDDort wcrKS. only .wneh Larry expresses a neea 
for it; he prefers to work alone and privately once someone gets him started. 
Larry is easily distractible, .and has trouble maintaining task attention. " ' 
On his "good" days it is Dossible td get him back on task fairly quickly- 
on his "baa" ;savs tnis is very difficult to do. He nas oeen ODservea rose 
friendly and affectionate in nis interactions with others; but he often wants 
to control interactions, so they take place on his own terms. He has, ov«r 
the years, turned increasingly to a fantasy world, "tuning out" reality .for 
long periods of time, and engaging in isolated play. by, himself. 
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. , Larry's feelings about school were apoarently positive when he was 

four. and five years old, began to become negative when he was six through 
eight years old, and are becoming more positive once again. Some comments 
of staftf who work with him, and the observations of this writer, illustrate 
his current attitudes toward school' and behavior, in learning and social 
<* # situations. , 

, A student teacher who worked with him this year in the EI room has 

noted that "at first, I had to call his 1 learning area play center, he had a 
strong reaction to the word learning^ or- the idea of learning tasks." This 
• teacher has worked consciously on he'lping Larry dea\ more effectively witn 
reality, and-seen a lot of growth in this area. In the past, tie notes, 
Larry would ijse every tactic in the book to get out of interaction with 
other kids,' though this too has been changing. At the moment "that this 
writer was talking with the student teacher, Larry voluntarily' went over * 
V_ . , to join a group of children working with the EI teacher for the first time, 
all year. This was as enormous step, in their eyes,. a goal they had oeen / 
working' toward during the year. * • 7 

Larry's EMI -teacher, who knows him best -and has had the most contact 
with'.him since„September 1977, talks about her first imoressions: 'Tarry . 
was extrensely needy. .. initially he would totally break down at least twi.ce' 
a day, anything could set it ef.f; he would fall aoart emotionally and turn - 
into this two year old... he could fantasize with anything, he coul'5 take a 
little square of cardboard and spend an hour playing with-it...- his behavior 
( _ began to change very gradually, although progress- was inconsistent; some 
days we could get a lot of work out of him, some days- we were lucky to 
get 3 or 4 minutes at, a setting.-.." Gradually the situation changed, as he 
I ' saw consistent guidelines set for him. This year, Larrv"s^ehavioV ana 

response to school nas steadily imoroved. Memory 'is still a. central road--'', 
block for 'him, "keeping things in his head*" But Larry himself wants to work 
• hard- for the .first time. This .teacher noted that "frequently Larjry is willing 
but emotionally unable to attempt things and Engage other'people. " 

This wj**er, in observing Larry -interact with his EMI and EI -teachers, - 
■ feel^ tnat 3^a;or -eason' fcr ^is z^zwz v ;-as :een :~s .v=>~-;-,,' constant 
support, ana consistent structure tney.nave supplied to his learning * 
experience scnool. Both are remarkable* teachers, 'and his EMI teadher 
almost seems to "wfll" Dif^reW from .him with her enormous commitment to " 
Larry and the'otner cniloren^ir tnat rocn. • ■ ( 

* w ' ' 

His EI teacher has - not seen a grea^deal of progress in Larry from her 
.perspective; "he's basically been out of touc^itb reality much of the * 
time he sheen in this classroom." Imprdvemdr has' come when an adult 
works with him one-on-one. She has been/working' w'fth Larry on his ability 
tp handle frustration, to attend to' tasks, to be willing to negotiate, and 
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to work in -groups with other children. She mentioned t'hat he sometimes 
comes to class "with a lot of violence, which I think comes'from television.. 
She has tried' to make her agenda for Larry and his agenda merge, so the 
potential for struggle, over control of the situation is minimized. This' 
appears to hav,e worked well. • , - 

Neither. of Larry's. two main teachers feel that he is ready to be i 
mainstreamed for more than an extremely small portion of the day'. In fact, • 
his EMI teacher noted that the social gap between' Larry and his age-mates 
has been increasing, and, he is moving away from readiness to be mainstreamed. 
The question of whether he should go.oni.fo a fourth grade classroom next ■ 
.year is an open one., irj her mind-. 

This writer recently observed Larry at school for three day^ 1 The 
large part of JWs.days is divided between the EMI and'EI classroShs* • 
Although he is part'of a regular third grade cla|s, he spends very little" 
time with his class—mainly lunch, physical education, music, and art. 
Of a thirty hour week, he is with his classmates about five or six hours 
Even when he* is with them he appears to be socially very isolated from 
them, playing or working .alone, shyly joining a group when "asked to by a 
teacher. His friends are*-in the EMI or EI classrooms. ' * 

The following-observations are typical of a broad array 'taken oVer a 
few days, period: . . 

- " 4 ,* i 
In' his EI room, Larry is - observed fo'ber distracted, and somewhat fear-* 
ful. Upon arriving,; he dbes not irnmedfately settle down to work, but wanders 
over to some media equipment; Ke takes a Derlcil belonging to another child, 
and the teacher ask^ *iim .to ask tne otner child if he can barrow it, 'Hisi 
manner suddenly becomes -distant, aosent, unfocused. He looks >n his desk,*' 
and sees no pejicil*. The teacher asks him if he'd* I ike 'his' own new one t 
trying to -close the situation. 'The student teacher gets him to settle down 
with a math workbook. He works throggh the simple addition problems" out 
loud; occasionally .he'll get a correct answer but write it down incorrectly 
or in the wrong Dlace. He appears tcr be working hard,' thouah; episodes of 
concentrate :ast.fccoJt -'j/e -nu*es!. "Iz'.'s scse-vea. trit'axost ail of 
the work with .tarry— acaoem.ic workr he can Tiandte is used as a vehicle for 
working, on socio-embti\onal goals—is =in short episodes of about five minutes, 
for~which he- is then aV/anded a shoft break. As this'-writer t was observing 
Larry brcucnt lis wc-<coo\ over zo.^*z'* .vner.e'a ,aro\«? oliaviaren was"' 
working witn tne teacner, arjd sat aown witn tnem.^ This was' the first time^ > 
•he had voluntarily joined a^group of children all year., 

* * * ^ * f 

— * e „ o », 

1 lt is worth noting that it is extremely difftcuVt to observe Children 
like Lapry who have jnany "teachers." Following Larry from setting to' 

• settiri^ while trying to .remaig "unobtrusiug, was very .difficult. : - 

( 
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Ir his EMI class Larry is observed working bn language arts at his 
desk. He speaks out loud as he works in his workbook/. The teacher comes 

.over periodically to make sure he's on task, and to praise him for his 
correct answers. ^After about three mijiutes he gets distracted by a magni- 
fying glass, and begins talking to himself about what he can do with it; 

■ he gets up, and begins playing with^he glass near a window. The teacher- 
brings him ba.ck.tojiis work, telling him he can have a break irva few"-"* " 
minutes He. does some more work using a timer to see how fast he'can go. 
His teacher uses,th\s as a tool to keep him on teskV Larry is extremely" ' 
awarfct^time, often\l*)okifig a at the classroom clock, saying that it is ./ 

; time for* recess. Larry is' easily distVacted by other children, but sterns 
to be able to- get back to work .with the assistance of the teacher. 

' V 



II. The Five Major Provisions of the Law 
- as They Relate to the Corwift Case 



Protection in Eva-luation Procedures 



From the time of Larry's, first evaluation $t the loca-1 university hospi- 
tal at the a$> of four, to the present, evaluations have been carried out 
re§Ularly; reports have been sent to the'Corwins; findings have been discussed 
with them; and no particular evaluations have, ever £een used inappropriately 
•to determine placement for Larry. In general, appropriate tests and fully 
trained testers have been consistently used. Periodic .administration of 
I.Q. tests have provided useful information for diagnosti^and placement 
purposes largely because testers provided commentaries anmehavioral " 
analyses to accompany the quantitative scores^ ' , 



l.hon It r* 9 J: ,4 2 and Michigan's state law rely more on categorical 
labelling than functional labellingVor classification purposes, much of 
. the formal evaluation of Larry has b^responsive to -the need for cate- ' 
gor>cal labels. Nonetheless, testing results have almost always been 
accompanied by other types of information (e.g. teachers ' observations, 
parents perceptions) at EPPC meetings. To thje extent appropriate, multi- 
disciplinary teams of evalua tors- have been involved in placement decisions. 
Finally, no single measure has ever been responsible 4 for placement decisions. 

The Corwins-have not disagreed at any point with the result's of an ' 
evaluation, and have found no reason to request? amendments nor to ask for 
independent evaluations. Further, evaluations of Larry have been fairly 
consistent with one another, and in general accord with parental and 
. ^teachers perceptions. '. . *« * , • - 

• . ' 

The issue of the appropriateness of dual categorical labelling for* 
Larry, leading to dual placement, is 'one that will probably remain unresolved 
as long as the causes of Larry's problems remain unclear. No' one involved 
locally, including Larry's parents,' appear to be overly concerned about ' 
\ • Larry's dual Diace^ent. Also, evaluatior procedures nav° =»n*r» |i v t><"h 
sensitive to botn emotional anq cognitive issues, tarry is also hearing 
impaired, but' since he can bear well enough to function without a mechanical 
aide, this physical impairment has not been used as a primary cateqorical 
label describing Larry's handicap. 

• < 

Procedural Safeguards 

« *, <• 

Jhis provision of P. k." 94-142 appear^ to have worked reasonably 
effectively in «|rry s case, within constraints imposed by a school system's 
refusal or inab/Tity to fulfill its commitments. In the fall of 1977, the 
Corwins consent to Larry's placement in tne EMI class oY a neighboring 
district was based on a commitment by his home district to ha've'an EI cla^s 
in operation within a month's time. This never' was implemented. Nonetheless 

\ 
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at a number of points between*.] 975 and 1980; EPPC meetings provided 
a setting in which the Corwins and professionals involved in Larry's case 
could make quick decistons about changing his placement, or discuss well in 
advance future options. 1 

- In general, local educational agency officials have notified the Corwins 
in writing and on the phone well 'in advance pf planned changes in Larry's - 
program, apd have given them a chance to respond.- Within a context of con- - 
siderable negotiafion concerning Larry's placement over -the years', Larry's 
home district and the neighboring district have both been very accommodating" . 
to the Corwins wishes and complaints, and the Corwins have not had to 
resort at any point to an independent evaluation or a due process hearing 
jthey were on the point of contacting a lawyer to begin due process proceedings 
for Larry s older brother, Robert, but thej contacted an advocate who 
successfully applied pressure' on the principal of Robert's school; Robert 
now has the special services he needs). 

As far as can be ascertained, a regular," uniform evaluation and 
placement procedure has been followed over the years for Larry. There have 
been some changes in the make-up ot Larry's EPPC, due to the changes in 
. placement. But this appears not to have affected the decision-making proce* 
negatively.^. - 3 k'««=. 

* * 

Individualized Education Program - '* <f£l 

Considerable efforts appear to have been made- in both of the two 

school districts serving Larry during the last three years to Drovide him 

wrth a detailed, well thought out Individualized Educational Proaram (IEP} 

The integrated private prescnool program, and speech therapy program which" 

he attended from March 1976 to June 1977 also engaged in extensive planning 

of goals for La>*y, and implemented those goals to the extent feasible during 

the year* Formal , written IEPs have not been extensive and detailed;, in 

fact, they have been very brief and telegraphic. But supplementary documents,' 

including case studies, observation notes, evaluation documents, and informal 

plans, anc evidence from interviews, indicates tnat teacners nave naa' aetai lec, 

_ • P P • ^ ^ i plans "f o r Larry, corresponding to his individual 
situation. 

■ The Drivate preschool, his home district. 'and the district wnere he now 
attends scnool all appear to nave incluaed (ana imDlemented) evaluation plans 
as part of the IEP for Larry. Evaluations have been fully used for future- 
planning,' and well as for reviews of placement. 



Least Restrictive -Environment . 

This provision- of P.L. 94-142 has. proved to be especially oroblem- 
atic in its application- in Larry's case.' There has been, since' Larry 's . 
first contact with the public schools, a continuous Ifcruggle concerning 
the appropriateness of educating Larry with*non^handica D ped children. \ ' 
'Larry s home district was -found by state^ompl iance officials to be clearly 

r!- Irll ? VT °! ?u d federal law wi * res P ect *> Priding an appropriate 

placement for Larry. The district was, in effect, asking Larry and his • 

nflnc S-'? ? t t0 2 ts situation ' ratner tnan "adapting itself to^Larry's 
needs While Larry has had an opportunity to interact with non^handi capped 

wilh them yearS ' had ' 1n practice > - al !^ ost rf ° 'interaction 

« 

hPPn 121 H n l e La r7 k en ' t ?^^ h ^ w ^^ojas JL _pJacen)ent decisions have ' 
been made that could be Viewed, as more and more restrTcTiTer- Yet few of ' 

fni r i r J! L- 6a ? erS °/ evaluators over the years haye ever recommended a more 
fully mainstreamed program for Larry. Participants in EPPC meetinqs have 
consistently argued that it is, in fact; quite inappropriate for Urn! It 
be educated with his peers. His EMI teacher has commented: 

M f 

...a* a special child becomes older, the gap between that 
• • , child and his peers becomes greater; thus this issue 

(mainstreaming) <(rows in importance during the first .few 
■ years of school .. .Larry is not moving toward being more* * 
• ready to be mainstreamed; in fact' he is moving' away from, 
it;.. .its not an academic issue, he gets that from'me; but 
if he can t rejate to his peer group at all, it's a frustra- 
ting, not growing, situation for him." 

c^2i S EI tea 9? er - not onl y concurs, but feels that a regular elementary 
tlfttn f en , wl * hln f con f ext of EMI and EI programs, may not be the best 
setting for meeting Larry's needs. It has' never been the case that Larry 
is disruptive of other children; even with -them in the same room he hardly 
l£Z a A , °£ S0Clallzes « He cann ot function academically and socially in 
the mi.dst of a large number of children. Also, he needs constant adui 1 ' , , 
attention. v 

Tne Corwins have never pressed for Larry to be mainstreamed for a 
greater part or eacn day. But conversations with the* SLoa°st rh a t t h°y 

2i2iiS a I LarVy T P en ; s TOr f reg-^r class ceers man ne 

actually does. They do want desperately- that he gain basic reading ar/d - 

III !n 9 J II?' a !! r? huS Support tne int ensive one-on-one- attention Urry 

S t hlS ^ MI /!! d EI room ' But ne is not > apparently, learning to function ' 
in the, world of his non^handicapped-peer's. * 

« ' . 

* The chronology of events narrated in the previous section of this.casV 
update suggest clearly that Larry's home district did not mke an effort to 
provide Larry witn the least restrictive aopropriate placement during the 
1977-73 school year. From the Qprwin"s perspective, though, the district 
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lowented" 0 * ° nly the 1et ' ter ' but the s P irit of th e law." As M>: Corwin 

^I hey JnI^ US thafc Larr y' s welfare is our primary concern at 
^ these EPPC meetings, and then the only thing, they want to. talk 
about is the welfare of the other children. .-. they say we can't 
just do something for Larry and neglect all the other children 
in school you can't seem to get across to them that we're here 
to talk about Larry, not the other chi Idren . . .at one meeting 
(Larry s current EMI teasher) slammed her fist down on the table • 
and said to heck with the other, children, Larry is the issue * 

' 6re '" ' ■ . < \ 

The formal investigation of the district's compliance in Larry^s case re- 
vealed .violations of the LRE provision during- ?he 1977.78 school year, 
ihe next year, the district once again apparently tried to squeeze Larrv 
I?2 U ! h e J lstin 9 se™ices, thus cau sing both Larry and his parents agarava- 
ne?ghboi?ng"^s^"c^. ended . When ^ ^^f*)^ Pl««nt In the" / 

fMii^L^^nl' 16 ^ ^ e ' extent t0 W ^ich Larry's home district was Will- 
fully negligent, and the- extent to wnich it 'thought it was acting inhis • 
best interests. Larry's situation has always been complex in .terms of least 
restrictive appropriate environment. But the two .districts involved in 
trying to meet h*s needs appear to have responded very differently one 
expecting him to adapt to it, the other making every effort" to adapt to 

/ / • . ' ' . ■ '< 

Parent Involvement ' 



The Corwin s lnyolveftienf in decisions affecting Larry's educational 
placement over the years .has been-st.rong in both extent arid inf luence. 
All the educational agencies and institutions serving Larry have provided" 

r^i'^Lc ni t I Dl ^ mea " nS and °PP 01 ™Hies to express their concerns about 
Larry ? reeds: =-a 2. -», e ^een -c-e -."ess ~src"sv,5 :c -fco«* — 

LaYry s home district wanted the Corwins to 'tate responsibility for Larry's 
disruptive behavior at school, while they felt the school should handle it < 
Thmwas oiWy.oar? of. -.ne ~.cre ztrW, corner ber.een s'ciiool ara -cm-. 

Kt^K?"^^'-^"^ 2 2p ^ sar 10 nave * 0€er! C0 '~P"' isG W1tn ™ ' 
that and other settings. The Corwins have generally nad a stVong influence 

on programming -for Larry, and are aware of their rights to- participate. in' 

the educational decision-making process. p - p e 



r 

( 



• Thus, by the end of March 1979, Larry was back in his neighboring 
district, spending most of his time in the .EMI and EI classrooms,' partici- 
pating with his classmates in his sec#id'grade class in physical education, 
art, music, and related activities. He also had regular ^speech therapy. 

. Tl ?is arrangement, and Larry's dual classification, have continued 
during the 1979-80 school year, with Larry moving onto the third grade. 
His parents are extremely pleased with "things as they are." As Mr. Corwin 
Mas noted: It s amaeing the difference there can be just 8 miles down the 
coad...they care; they don't talk to us about not having .enough money, 
they say /we; 11 find a way,' and they do it." 
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• ' III. Major Issues in the Gorw'in Case* 

* * 

• . The major issues in, the Cowin case appear to be those relating to 
least restrictive appropriate placement for Larry. For one thing, the 
causes Of Larry's low level of cognitive and social functioning are far 
from clear. When this writer asked those professionals most closely 
involved with Larry what they think are the causes of his cognitive and ' ' 
social behavior, no clear answer emerged. There was consensus that he 
is, emotionally impaired, and a very "needy" child. Btit the roots of this* 
impairment are not known, or at least were not expressed to this writer. 
(In the near future, attempts will be made "to .contact and discuss the 
question of causes and roots with the therapist Larry has begun to see.) 

The question^ most appropriate educational placement for Larry appears 
to have been resolved satisfactorily for the time being. But Larry is now 
ten years, old, and the cognitive and social gap between him and his" 'peers 
is growing.. Progress has begun to be more consistent, but is still slow. 
Larry s teachers and principal, care a great deal about him and are deeply 
comnitted to his success. They fetfl the need to ask., nonetheless, "are 
we doing enough fpr him?" , - 

I 

4 ■ 

A" important issue for over a year, now resolved and no longer 
affecting Larry, was the question of the degree to which. a school district 
must adaptitself to the needs of an individual handicapped' child. The ■ 
State of Michigan, through its compliance division,, found that a district 
is completely responsible for providing an appropriate education 4o any 
(and every) individual handicapped child, regardless of how unique that 
child s handicap is." In Larry'sr case, his home district appears to -have 
dragged its feet, finally passing responsibility for Larry onto another 
district. Whether this pattern of institutional behavior was unique to 
Larry s care, or is syiiiptomatic of broader policies is a question that this 
study unfortunately cannot address. P . 
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I. Introduction 



Brief CaseeSketch 



Sean Gilbert was born|in February 1974;, the youngest of 'four children 
in the family of Louann an<T Roger Gilbert. Sean was a premature infant 
, and at bij-th evidenced insufficient lung and liyer^development. He was 
kept in the hospital's infant intensive care unit fgr two weeks following 
delivery and his eyes were checked at r two months of age for suspected eye 
damage. Sean, in infancy, also experienced a series»of ear infections 
.and his mother reports he was slow to walk. ; 

Today, Sean is an attractive six-year-old with a charming smile. * 
He appears to be well-adjusted socially, interacting with >his parents 
, and siblings in a happy and casual manner. His mother reports that he 
is well-mannered and exhi^ socially acceptable behavior in classroom 
settings, getting along" well with his peers and teachers. This behavior 
. f is corroborated by evaluation reports from testers, the classroom teachers 
and was observed by myself, in the classroom situation. 

Sean has a swing to his walking gait which his mother will be checking 
on with the ortJhopedic doctor who is treating him. Sean also does not use 
both eyes together despite corrective surgery! -He is supposed to be 
wearing corrective glasses but Sean does not like to -wear them and, as a 
compromise-, hi s mother only .makes him wear them at certain times during 
the day. During classroom observation it was noted that Sean blinks in 
an exaggerated squinting manner. He did not have glasses on„ or With * • 
nim, that- particular day. . •* . '< 

-Sean Jdpes, not have a 'large vocabulary for* normal conversation. He 
* uses 'two- to thcee-word phrases to express himsel-f, e.g.,' "Go store now?" 
He responds to directives v k ery tell and-f inger-points to identify objects-, 
. etc. It seems apparent to evaluators that his receptive language is at 
a much higher level than his. expressive language. He also has -been slow 
te toilet tram bu| there has been, a continuous effort of .both school 
staff and family members to maintain a consistent Dattern 'of trained to 
assist him ;in t/Hs area of self- care. The past six months Sean has made ■ 
significant ga^is in exhibiting more .independence in takingkare of his 
toileting need«f, depending less on his peers and teachers' for assistance 
<§ • 

.Sean's mother* Lpuann, is 35 years eld and 'his father Roger is 38- 
S r^f U J&t ' ,0 Jt s1ster » l^year^ld brother a*d a 10-year-old brother. 
The Gilbert ^live fn .a* small village that sits on the Aoe of a little 
, lake nestled in rolling country side. several miles from a city of any s.ize* 
*Tney are a. hard-working family* maKing the best of limited 'resources. 'They 
aje working together to build an addition and remodel 'their small frame 
cot? 96 that is located on a quiet, shady, gravel street of f .the main road 
.that runs parall^ to -the lake^ • ' 



j . Louann Gilbert Is a short, '.slightly built woman with medium-length 
dark brown hair She is very warm and .relaxed-an easy person to be'with. 
She very obviously enjoys her/anily and presides over them with a very - 
generous sense of humor, , instilling in them a good deal of self-confidence 
as she encourages their indeDendence as well as obedience. She works the 
afternoon shift at a small manufacturing plant, leaving for work at "three • 

in anotheMittle town" 1 " 9 ^ ***** mUeS " th6 Plant ' whibh is located ' 

' *L n a R c? e ^ Gilbert ' S? an V athe > r ' has been employed by the same plant for ^ 
# the past 16 years, (t is located approximately 17 -miles from their home. 
He- is currently working the day shift which has worked out well for the 
.family since Mrs. Gilbert is working the afternoon shift. He shows ttatf 
^same interest in family an4 home that Mrs. Gilbert does. - • 

nf +h Sea Iu S l4 :^ r " 0l 5 Sist6r is ^'^mature for her 'age and takes care 
' *L i JL! Xl % ill™ 1°: h6 [ moth( V ntil her father comes home from work 
and then the father and daughter shfre the care of the boys Sean's 
sister received speech therapy durino the 1975-76 school year and her 
mother reports that she has been on the school's honor roll these past 
couple of years Sean is brothers not only hel D around the house and 

' ?I2 P Sn L- 1th C °i eS ; but are quite tole ^nt of having Sean taq after them ' ■ 
# ana do things- with them. 

il n su ™ ary ' 2 1s J s 3 ver * cohesive, happy family and Searr shares in 
the, love and warmth that is spread by each member. 

Chronology o'f Contacts with Institutions and Service Programs ' 

'" c | n addition" to his problems at birth, at the, age of 14jnonths 

bean suffered an attack of meningococci meningitis and was hospitalized 
He temporarily Iqst his sight, and was tube fed for three months in the ' 
hospital.. When he was. released from the hcsoital., he had reverted to a 
state of infanoyjand was unable to sifUD, and was quite passive in his 
behavior: However,, by fall l$75, Men Sean, was 19-months-old , he was- 
.sitting yo again and nis signt had returned to normal . After his recover * 

- -«^ 0 HM!! dlCa i ed tha J Sean had possible hearing, problems , residua* mental' • 
retardation and possible delayed-motihndevelopmefit and visual "functioning 
Consequently, he was acceoted Into a university handica D ped infant \ 
stimulation Drogran at the ag£ of 24 rontns. »• 

In the spring of* 1976, at two years of age, Sean was evaluated at * 
;. ne a^ university. Participants in this evaluation included staff from ' 
t the fields of special education,, .social work, audioloav, psychology 
physical therapy, speech and dentistry. As a result of the evaluations, 
■a recommendation was made to outfit-Sean with orthopedic- shoes and to \ ' 

provide speech therapy services for him; sight and .hearing problem's were 
rulecTout by. the evalqators. Sean was also "kept fft the infant prooram - ' 

for the remainder of the yea,r as a result of the evaluations. " "• ; 
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From 1977 to 1979, Sean attended a private mainstreamed preschool 
program opera-ted by an educational research organisation. Transportation 
services for Sean were provided by the 'local school district to .the private- 
preschool program, which was located -in a town some twenty-five miles from 
his home and outside his^hool districts In the spring of 1979, an EPPC '' 
meeting for Sean (he was fN* years old at the time) resulted in his place- 
ment in a self-conta.iqed center for the trainably and severelv mentally 
impaired. ■ . * 

r 

Since 1976 Sean has undergone corrective eye surgery and has had exten- 
sive dental work, resulting in the silver crowns he wears on his'milk teeth. 
He is under periodic review by an orthopedic surgeon and wears corrective 
shoes. He continues to receive intensive speech therapy. It should be 
noted that Sean's s.iblings have also b^td speech problems, and have received 
speech therapy in their school setting. , * 

Sean's first EPPC was. held in October 1977 at the local school district' 
elementary school. (Mrs. Gil bert- recall s that up until 1976 she had never 
heard of an EPPC*. None" of her other children had required anything but 
permission from her to have speech theraoy through the local school district' 
speech and language therapist.) Mrs. Gilbert, the local school speech and 
language therapist, the regional special education director-, the county 
public health nfurse, local school district social worker, and two teachers 
from Sean's private preschool program were in attendance. Because there 
was no suitable preschool program available in the local district it was 
recommended that Sean 'stay in the private. school program that his motner . 
had enrolled him in that September. The local 'school district agreed to 
pay for the transportation to the private school's mainstreamed Dreschool 
program. Another recommendation was that* Sean continue to receive speech 
therapy at thelocaj <scnool every t;wo x weeks. His'proaran was scheduled to 
be reviewed again 'in April of 1978- unless his own school district was able 
to provide- a suitable program before- that time , at which time another EPPC 
would be called. .Mrs. Gilbert, was in aareement and there were no problems 
surrounding this EPPC. '* * 

The second EPPC Was* held as ^scheduled in Aoril 1978. The composition 
"of that^pPC committee was tne same as the 1977 one. The recommendation was 
that, since Sean's local school district *till had no suitable preschool 
program, -he- should remain in the private school. His school district would 
continue to say for his transportation . It -was agreed tnat Sean's scqpol 
case would be -reviewed again tne. following- April unless Sean's scnool 
district- came uo with a suitable program >n the meantime. Again, there were 
no problems 'surrounding this 'EPPC: 

( The third £PPC was held as scheduled in April 1979 at the county inter- 
mediate school district's Trainable Mentally ImDaired-Severel'y Mentally 
Impaired Center with their staff, Mrs". Gilbert, two teachers from the orivate 
school, and the special education director from the Gilberts' area. The 
options offered Mrs. Gilbert tnis time were the chd-ice between 'keeping, Sean 
in the private jschool or placing him in the TMI-SMI Center that' month to ' 
finish out the spring term. Mrs. Gilbert chose to place Sean in the TMI-SMI 
Center's preschool program, called pre-pr.imafy. 



a m She ? aSed her . cho -i ee on the fact that Sean would be able to receive 

. activities such as the pool, gym, etc. He would also be in school five 
, -days a week instead of four. The Gilbert's local school district still 
had no option to offer the Gilberts sb lean's transportation to the center 

*aa V in TtiV $<?k h0m V* S pr0V1 ' ded by hiS loc ^ school d str c S. ce 
«gain. (Mrs. Gilbert reports that the local school district has promised 
to.develop a program'that Sean would Qualify for at his own ele4ntarv 
schoo-1 when at least six qualified children can participa™ ) Mr Gilbert 

•5tt ?£ S ?I d H 1th the ° UtC ° meS ° fVthis EPPC also and ha' had n ro 1 JST 
with the procedures since then. ■ K IB ™ S ' 

« - . 

> teach^fS h 1S S re 5° rted that ^.private preschool 's classroom 
Sep IE ?E2 Y , h ?I c eC1S10n t0 P - lac? Sean at "the TMI-SMI Center 

f the teacher felt Sean was too advanced for their program. Mrs . ' 
Gilbert said, "Yo» ; know, she was so upset that she cried." She reports that 
she has been satisfied with Sean's oerformance and feels she did not make 
an unwise choice. But such behavior on the part of professionals who are 
dealing with parents during a time of decision-making might w2l trigged a 

rfSaJly mil ^ f ° r th6 Par6nt regardin 9 the decision thly 

-tmt ■cS? a ?l5- C -7 e ? t ed !fcational setting is' the aforementioned center for ~* ' 
ISIEvJ dlVld ? al |- T £ Center is ™ b y a " intermediate educational agency 
and serves people from the. entire -county; services are provided there from 
birth to age twenty-five. Its facilities are modern and comprehensive at ' 

e vk 9 e e s "A Unouah lll^f ? ^ °* b c tn . valuation a'ndlLra eut'ie 

nil^ i Although some of Sean.'s former teachers objected strongly to his 
placement there, feeling at the least that it was too soon to tell if S*an 

apt t^7n ally "'I SerVi : C6S at ^ e ™ level > Sean's mother feel helan 

lit rurrln ni^ 96 °l there * hat he needs now > and ™ no wav see 

his current placement as permanent. It should.be notefl'that Sean's current 
teachers express this same outlook and have requested a new evalu^ion ml 

i " ^^^^ 

Observations Within the School Setting 

.^.Ttelatest observation of Sean took, place'in the primarv (K-7>) classroom 
wtfrm the soecial education Wl-m Center in February this' year jne 
tlltn"- TS + gatnen ' n 5 ar °^ che table with teacher and aide for a language 
2X12' I T T- nUt6S were ^P? nt ° n che letter L using pictures and 
printed words starting with L.T Sean .quickly- seated himself whea^t he teacher 
aide summoned the children to the-ta.ble. . He smiled, laughed aKterated 
in a,fnendly manner with the others at. the table. He/keot his eves on the- 
aide responding tb the cues Ho repeat words or identify pfctures^ His • 
h£ ll .1^ ° +? ic - U [ es ^s accurate, but the aide would need to remind 
him to use "1" rather than "w," e.g., "leg, 1, notvweq w Sean " Hp was 
not wearing the corrective glasses and Tt was 'observed that 'exhibited an ' 
exaggerated hard-bl inking periodically during this -exercise. ? • 
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Tor the next fifteen-minute period the children tere asked to draw 
lines between matching pictures, (and words) beginning with "l, v e.g., lamb 
leaf, etc. , The teacher arde was art so stressing the left-to-right process ' 
in drawing the line'.. It was noted by this observer that the children also * • 
had the appropriate letter printed by magic marker on the tops of their 
hands. It appeared that Sean was not quite sure of what was involved in 
accomphshmg'this task. He would study-his owe paper ouite intently for 
a few seconds, attempt, to draw a line (without matching appropriately) , 
> observe the teacher working -with other children, then'make another attempt * 
to draw** line. He was using the left-to-right process about half of the- - 
time but not .getting the lines complete ho r 'was he accurately matching t he- 
pictures. The teacher then proceeded to give Sean individual attention ■ ■ 
and assistance. However, when she left, he did not continue the activity. . 
-in an appropriate manner. He began drawing circles and reversing the pencil* 
from the appropriate* way of holding to a full-hand grasping method, holding • ' 
the pencil in straight-up position. The teacher" handed out cut-outs' in the * 
shape of lollipops for the .children to take home for parents to, see the use 
of 1 was being worked on that day. After this exerefse the children were 
told it was time to get their clothing, pick a spot in the room and qet 
ready for the school buses. . . 

' . "* »' 

Sean seemed to need- a good deal of prompting to "get into" the preparation 
process necessary for getting>eady to go home. In fact, the observer tinea 
Sean and it took him 22 minutes, much encouragement and reinforcing'from 
-the. teacher and teacher aide to finally get into a snowmobile-type one-piece 
snowsuit, boots and mittens. He would yell for the teacher aide not to 
read a. story (by the door) until he got there, but would make no attempt 
to nuwythe process of getting on his boots by himself. Once' the task 
was finally completed he still stooped at the .sink; made some observation 
and was reminded by the teacher that the story was going to qet started 
if i\e wanted to listen. 

After the children left, the teacher and aide answered the observer'/ *' 
questions and discussed the areas of greatest development for Sean this 
school year. His expressive language is improving. He puts more words 

, together and Uses more words on an overall basis. He receives one-half 
hour of speech twice a week. His snail notor development is still lagging 
inUome areas^e.g. ,• pencil -holding example. Sean's greatest improvement ' 
is in. the .area of self-help skills. He is becoming more independent, and 
is turning away assistance by staff and peers nore freauentlv in areas' of 
personal cane sucn as tooth ©rushing, toi letina^etc . In the past cou©le 

•of weeks he has begun dressing nimself for tne trip home with less actual 
physical assistance from teacher and peers, but does need a good deal of 
verbal encouragement, reinforcement and reminding. ... 

* • - • « "• 

. • * • 7 
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II. The "Five Major Provisions|fcf the Law " ' » • 

• as They ReVate to the. Gilbert Case ^ v r 

' - ''"V * ' V'v; 

Brotection in Evaluation Proce dures .'*•*■ . ». • 

' ' " / \ " — , l f* •. ' *• , * 

'most of a hi5 a ?i£ en 2f*E Vh 0 ^ mpd -*« 1 - inj ecTucatiVal specialists 'during' 
"SS fn v. * h ?' He ^ d ^° ma J° r * s eries, of evaluations, a£ age two 
and four, to determine the extent anH n a +,,^w k,-. u— j.-... ' Z>\ y * u . 




2!S1?I 1 c ^ ld »: e "- Evaluations appear 'to -have been individual * 
designed for Sean and fully comprehensive-.certainly, Mrs Gitbert feel's ' 
very comfortable with *the\way- in which ,ttey w § re conduced and wUh the 
information they yielded a bqut Sean. - Evasions* and e^luSJfoS procedures 
,in other 'words, have, not beenVan issue th/the til^rt casino? hafc the* ", 
.protection provisions of the 1 aw. been^reqtrired -Sean H his pare.nt 's\ew. 

As with- most of the other families in the 'study, the Gilberts i&el 
comfortable in their associations^ professional Mrs ffi rS.been < 

\VJl P V at t d W i th ? he u ^Vsity .hospital, and has useS^mservfces ' 
«Jj«ively for her family. It was through Vhe hospfcal Staff that she*! • 

"quainted with services -for haadicappedjkhildren- in- the area. 
Another strong influence for Louann has, been the county-visitiWnurse : • 
^?h P Tr C1? ^ e l in i ean,S ftrst fPPC and was in.strumenkl n' ?nl ng Sean 's 

Tre ZcultZl, IS 6 P T?* 01 PrQ9 - ram w In dther w ^ ds '> Gilberts 

are accustomed -tp asking for help and getting w it. Such- steady suDDort and 

XaSSf n hav % un h ^ b tedlyhelped Mrs. Gilber? accept ?he resdlts oTtne ■ : 
evaluations of her son. In interviews she displays an unusually relaxed 

X^H ab °l! t her Son ' S stations" This att^ude ffi 'is 

not to be confused with apathy; for Louann definitely feels she Is 4 actively 

Z Z\Z en ^ th f l ean receives pr °P e * evalgation and atten?^T 
and the best educational- placement possible. . 



Procedural Safeguards 



whirh^h» \ recocted earlier, Sean has had three EPPC meetings, to . 
h»ua h t i have raised no objections and with whose conclusions they 

have heartily agreed. In other words, the sonewnat isolated rural school 

conform in letter and spirit to the state (and .Federal ) lav/ in the Gilbert 
«ase, and the procedure has operated to the Gilbert's satisfaction. * 

c^oJ.; ! PP ^ r \ t i at UP t0 the. present the provision relating to procedural 
safeguards has had a strong and positive impact in Sean's case Part of 
this positive impact has been due to the, essential agreement between all 
participants as to what needed to be done for Sean, and to Mrs Gilbert's 

SIS In a L Ceptln ? But th * re is " als '° ^"-town, neighbbrly 

flavor to the way in which placement recommendations have been considered - 



and ported (in contrast, say, -to the sometimes harsh conflicts of the 
Kingsley case, also occurring i^a .small town in the present study). The 
schopT district tfas been willing to go out of its 'way taprovi'de transpor- 
tation to the private preschool program (a station wagon and driver to pick 
up inland drive him to school and pick him up aaain), because that was 
the most appropriate placement for him. Tl^is instance reflects^ sense 
portrayed in the^EPPC documentation and in Mrs. Gilbert's recollections of 
the procedures followed,- that the intent of the law to consider Sean's 
individual needs and recommend what might be be^t for hirif was implemented 
lij his case. ' v . r 



Individualized Edueat)gn Programs (IEPs) * 

/ k .u A f ain ' ^ ere a P'P ears t0 be n o Question that programming for Sean' 
(both In terms -of the selection of progr^ options and of their implementa- 
tion) has- been appropriately individual iffatl ^Although . individual ized 
education ^plan< we're not formally wnttrfn. out for the school district 
by the private preschool program in 197/-WTO preschool teachina staff 
used their own version of instruments for developing and assessing. goals 
and objectives tor Sean,*and discussed their plans and Sean's performance 
with the parents; both in school and throuah periodic home visits At -the 
current setting in the TMI center, one IEP~was developed soon after Sean 
entered the program, and Mrs. Gilbert participated in its elaboration 
Louann understands- that IEPs have become a standard* procedure for Sean- 
she feels tney will help he> understand what the "experts" are do>na with her 
child, and whatjand of progress he -is making. As long as she continues 
on £he afternoon shift where she works /she will be able to attend meetings. 
She has observed Sean in his current classroom and is content with the ". 
curriculum and Sean's obvious progress. 

The law, in short, appears to have had positive impact in producing 
appropriate individualized programming for Sean to date. 

' '* 

Least Restrictive Environment 

To this point, the LRE provisions' of the law have not had much impact 
on Sean s case, principally because few services (only speech therapy have 
been available for Sean in the local educational agency. On tne other hand, 
.local scnooi sta^f nave oeen w.tliina to suosort tne Provision of most 
appropriate services for Sean outside the local area. 

Due to the lack of appropriate' programs in his own school district* 
Sean has been serviced by programs located a considerable distance from his 
home. There was not much available to the Gilberts, or so it appears from 
hearing Mrs. Gilbe'rt recount the history of events. She -was referred initially 
to the infant program oy, the doctors at the university hospital when Sean 
was two years old. She was referred to the private preschool , 'which had a , 
mainstreamed program, by the county-visiting nurse. She has not really - 
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questioned whether or not the placements were in the least restrictive 
environment, but whether, in fact, they would be available SCsean at all 
due to the distance between home and the programs. Sne began th« scho^ 
year in September of 1977 by driving Sean about 20 miles to the private 
preschool and stayed until it was time to bring him back home, and continued 
to do this until the EPPC in mid^October, when the local school .district 
took over the transportation both financially and operationally. 

.. v Mrs -. Gilbert seems- somewhat uncertain as to what the local school 
district is doing about planning its own program for X^dren like Sean. 
Vk I a r: aS \ the , LRE P rovisior/ relates" to Sean, it appearsSt this writing 
that the local school system is not offering any options to choose from 
and the mother has decided to stay with the TMI classroom. A major issue 
will aris| if Sean makes considerable gains thai* will put him beyond'the 
■range of the TMI setting, into a pdsitively identified EMI range The 
least restrict! ve^. environment may at that point become an issue qiven the 
lack of services aVthe local school district level, unless* the district • 
d^s_deyel_op some _p>q grams in the meantime. 



Parental Involvement * j 

■ .u Th r r< L haS been no breach of any of tne ""equipments under this provision 
in. the Gilbert cas£.' The Gilberts have not felt it necessary to refuse 
consent for placement and they have been notified of and included in all 
EPPC and IEP meetings,, as well as the evaluation meetings and other meetinqs 
relevant to Sean's educational placement. 

«* 

Mrs. Gilbert's involvement outside' of. the actual placement meetinas 
is perhaps reflective of the rural area in which they live. She volunteered 
to serve on the school district's parent advisory committee by the local 
school district special education director. x She stated that the purpose 
of the committed was to. attempt to monitor what is going on in th° way 
o,f programs and decisions 'in relation to the. handicapped children^in their 
area. Mrs Gilbert was also informed by the' local school district special ' 
education director of an advocacy trainino proaram being conducted at the 
county >nT:ermeajate scnool district offices. The advocacy program was* 
funded through a local -university program. M»rs. Gilbert felt at first 
that she did not need to take the course because she had not experienced 
any problems and did not know anythino about laws, etc. But, in retrosoect 
she is glad sne knows wnat is going on and wnat S ne can ao about it; ^rs ' 
GilDert was not certain aDout now much , sne actually learned from the 
training course, but it became apparent during our interview that she would 
know how to obtain services for Sean even if she moved to a strange area. 

"Well, I -didn't have any problems qetffag him into school. 
Then they— in those classes—tal ked about people having 
all these problems. I thought— God,. I. never had any, I 
wonder what they are talking^about', you know? I assume 
• it would be very helpful to a lot of them 'Because, well, 
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some need.it more than others.. Some school districts 
are sqtiabbljng, some don 't.provide as much as others, 
some don't have it (placement) and some act like they 
don't waht to provide it." 

I — - M 
Mrs. Gilbert's sister lives in the northern part of the state and has 
shared.. information concerning the difficulty of -obtaining special education 
services in that sparsely populated area. Mrs. Gilbert stated: 

"We'd like to go up north and live, but I don f 't think 
'he'd have, the benefits that he has here—you .know—the \ 
little one (Sean). J'd have to go up there and wa-ge ' - 

war. I haye a funny, feeling I would have problems. , - •» 
Thei'd probably wish,they had never heard of me." 





1v . 

' : - , ' • * 

•'III. vMajor Issues in the Gilbert Case 

• .In the preceding sections of this document, .the relevant impacts*of 
the law and related issues were documented for each of- the five major 
provisions of P.L. 94-142. This- section presents another way of lookinq 
at notable features of the Gilbert case, features that ,cut across the " 1 
major provisions and highl ight , areas in. which adherence to the Spirit 
or intent of the law does not necessarily equaT adherence to its letter 
These areas also represent aspects of the present case that the researchers 
will continue to follow up and explore-in greater depth in the 'future. • 

Ongoing Placement ' - : 

- ' Several issues in Sean's case make his onnoina Placement uncertain: 
For instance, the local* school district promises to design a prooram that . 
Sean wiTl "oualify for" if there is"a large enough number pf-children It 
is not certain that Sean's premature birth and later case* KpNepingitis • , 
. is the sole cause of his developmental lag. He is W^six yMrs old and 
has time to outgrow some of these lags oiven the uncertainty of his- prog- '' 
noses," He is already showing gain^in lanauaqe acquisition", self-help skills 
and independence. His classroom teachers are recuestinga re-evaluation this 
Hay to determine the extent of -his progress and what it means in the way of 
placement Tor Sean. .It is riot apparent if this re-evaluation will place 
Sean .into an EMI setting or simply move hirrforwaffi at '^he TMI center he 
currently attends. How fir' and Mrs /-Gilbert yiew any progress or significant 
changes in Sean's development and subsequently, any needed- change's in his 
placement will be of-major importance to this case ^nd gwill be reported in 
a future update to this case. . - 

" Facing the Reality of the Child's Handicap ■ _ ' 

Sean is a very attractive little boy»and"the baby of the family ■ In ' 
the next few-years, fie will outgrow the cherubic Idok and nature' that he has 
now, however. . And, whil.e nis sibiincs nave nad sneecn proolens. \ut "no ' 
other obvious handicaps, Sari's prognosis is more uncertain. If he doesn'tf 
make significant gains, Hi^amily will have to 'deal*with the reality of his 
handicap. Right,now, it, is difficult to make any judgments about this 
family's future attitudes because cf alj toe^ncertsinties 'involved, But 
this does appear to be a very resilient, non-f lappable family used tp .making 
'the best or things and moving -on. • . 

* • * 

Economic Costs ' * * • ' * * «• 

" ' / t 

To-date, Mrs.' Gilbert* has be"en an astute '.consumer: of services needed * 
The Gilberts have had.no undue expenses in relation to Sean** education' 
up to this point. In fact, Sean's placement in'the five^day\ibl ic school 
TMI center has made it possible for Mrs. Gilbert t* returh to the work force 
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.1. Introduction 

' Brief Case Sketch 

i 

w„ lA^nH'Lmf 5 b ?E" 1" L lay ^ 973 t0 Tracy « nd Wflliam Oliver. (Tracy ' 
was 16 and William 18 at the time of Patricia's birth. Tracy 'sjregnancy 

was'nS ! tt ^- Jfernal toxemia in the last trimester, but the delivery 
^nL?^c ;nn h ', Patncia evidenced b ° th ^grts Of multiple congenital 

HSli^ w ? r 9 a " lc disease. It was clear from birth that she would have 
special medical and educational needs; -and, as her case- has developed,' this 
early prognosis has been confirmed. Over her six years of life?, 'Patricia 
t a nn been n? r0U9 J ll^f ha ->° r ■ opersti ons , a host of examinations and' evalua- 
tions, and nas had intensive service involvement by different professional ' 
-groups. • 
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n„ D it i r, . famil y llfe n a s also undergone several disruptive change* 
over the oast six years Her biological father, .vi iliam, had 'grand mal 
seizures whicn ,racy feels played a major part in his exhibiting serious I 

ISST Il a n e ; U ^ S - 11 was durin 9 one i sucn flare-up that he tossed two-"" 
month-old Patricia- against a wall and threatened Tracywith a knife This 
• event resulted in Tracy taking Patricia and returning to her parents' *' 
homeland ultimately ending tne marriage to- William. While Patricia did ' 
not suffer any real Dhysical damage'from this treatment, Tracy says, * j I 
will always wonder what that did to her emotionally." Tracy stayed with ' 
her parents^for- over a year. . After her mother's death in October I07& 
Tracy married for the' second time, took Patricia and moved to a southern 
state-witn her new husband. .However, this marriage was short-liWd also, arid 
Iracy reports she was back home in a month and moved arou*id a lot Jncil sne 

Z71 e it " - a T rt three years later ' : Trsc y describes this Jeriod in 

ner nre as .mixed-up and confused, unsettling for me and for Patricia." , ■ t 

Tracy and Kevin have two young sons born in 1977 and 19^9. / The- oldest 
son has problems with setzures when he suffers a high temperature He was • 
on phenobarfrual for a year. The youngest son had some bov/el problems during \ 
the fall of 1979- but is now fine. Kevin Lambert, at 23 vears of aoe is a * • 
very concerned and sucoortive cerso.n who "nas sr.oyldered tnl burden arc ' 
responsibility or Patricia's care and treatment equally wi/th Tracy. He is * 
Sn>?i q !£ comf ° rta Jl e in , the care and nuturing of the in/ant and toddler. 
Until the recent ra%h,of lay-offs at the local automobile/ manufacturing 

n \tntt' iVrJT 5 ^ l0ye: - £ n 5 s «c-j«1on line at one o? tne small parts 
Plants. SJnce his lay-orr ,racy nas signed up at tneir /ocal scnooi district's- 
transportation on ice as a substitute bus aide on the special education bus 



throughout the case study, Patricia will continue to t/e identified with* " 
the last name of , Oliver, as her step-father, Kevin Lambert, has not formally- 
adopued her. Her .mother' and step-father are identified as the Lamberts ' 
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financia s £?u f^?*^* had the benefU of a sound > Permanent 
financial status, t-ney have not r.ad to absorb a great deal of the nodical 

^h?i he ^^ pe I! SeS reU ™ nZ t0 P^rlcla's handicaps. They roved fr^ the r 
° i h «i h l S into a small; comoact, neatly klptTunga oTjus? 

house belo nal K 2^1 f ° rmer nei ^borhood. Kevin stated'that this 

haJe adluSX tl ^ c ^ ? ncI " 6 ° rew U0 tnere ' Patricia a PP^s to ' 
have adjusted to this move quite well; as Tracy said, "One thing sKe's 

for tlllt f Vin V Th1s t «>?Ple /ave little 4n the way of respite care . 

take care of \ rn u?\ * J S ^ ffiCUlt to hire a si " er who '* to 
e . "J 6 °!' a S m . ld wh0 is handicaooed, let alone add two more under three 

? [T,eanS tWt Tracy a ^ Kevin are confined at home, rarely 

ai of?, 9 ? mn^ Wnh0U ^ ^.children. Lack of funds due to the current 
r?EfXjI ""ply impounds this young family's problems and frustrates 
v siting n ^ rcum p nce J* ^ warm and loving environment experienced while 
visiting in their home *f considered to be remarkable by this observer. 

y 

A Chronology . 0 f Conta cts/with Institutions and Service Pr oorams 

■in *>i de ^ cr iP t j' on of Patricia's ohysical condition at birth, as described 
• in tne report rrom the Deoartment of Pediatrics at the hospital where he 

3 lift ["fend an "^P 0 mor ? ^y^derstand the extent of his 
cm i a s handicaps a no resultant chronological history. -In soite of the 

S ilo sl"thf H r th6r eXhl ' bited dUn ' n 9 P^nanc'y (toxemia^d ag n 1 > 
Infections) the delivery was uneventful. An apgar at 1 and 5 minutes read 

. \ 
rn ,,[ he in ^ ant was seined in the newborn nursery with the following 
Hoi ^arllEt"^ estimated, gestational aae, 40 weeks; wtfaht 5 lbs. 
iirs i nypc ^ cen L >a requiring supplemental infusions of glucose: 

cartif op ,nH nf^- Set W1 J h marked M^ear deformity, lacking both in " 
hath 1-nai soft tissue structure , /external auditory^canals covered but 
bvth canals present; left ear affected bq.t to lesser extent; shape of head* 
JEhKJSI UnUS ^ wlth . mar ked asymmetry, and flattening of the posterior ' 

svnSac v IvV/Z"?* ™ rotha mic ir ' hypoplastic thumbs, bilaterally; 

syndactyly cf the second ana third to«s bi T4l«van y . 

Within 21 hours of birth Patricia develooed hyperbi 1 ifubinemia and was 

by Neurosurgery for mssk* ™ioce^ ^^was nefce) "la--"" 

roll!!? S J aT - T t0 eva,ua F ine ear anomalies (recommendations to follow 'and 
re-evaluate in one year) and a chromosome test was run (46 xx Karyotype with 

JSe^ospnaK 6 6Xtra fragment) - At a9e " SeVen dayS ' Sh * was -SSSSS SS 

_ 'On June 29^1973, Patricia was admitted to the hospital at five weeks 
?U??c W1 *5 3 d ^ a 9 n . osls , of ri 9ht uoper lobe pneumonia and bilateral conjunc- 
tivitis. A cardiovascular examination revealed a systolic murmur' and a 
diagnosis of congenital heart disease. She was released on the fifth day./ 



Much of what happened to Patricia over the following v.ear had more to do 
Hn^c 6 upheaval in her other's life. Tracy says that other than routine 
doctor's appointments, she attested to deal with Patricia's problems on 
her own. She recalls tnat Patricia could not hold up ner head, sit.up', 
crawl or move on her own. -Tracy tried exercising Patr-icia's arms and leas 
and fcher, she was 'not attending to he*, Tracy 'smotner, a hurse^wasf By 9 
fa i ] ° f l^ 74 Trac y w as pronpingpPatricia in a walker. So, at a year- 
ano-a-half, She was sitting propped ana began usinq herfeet and legs to 
propel herself whije in the walker. " " • . • 

_ .At the recommendation of the doctors at the eve/ear/nose and throat 
clinic, Patr.icia was seen by an oothqlmologist and he prescribed eye patches 
to remedy-the weak eye -muscles which prevented Patricia from using the eyes 
together. Tracy says she did this' for "about a year, tnen quit as it was 
a hassle and she seemed to be better." It«was also during this period of 
time that Tracy lost her mothe- after several heart attacks, 'and she'marnea 

motheVand^ild ^ 5eCOnd t ™ 6 ' " W l ODviousl y a 9 ra y Period for both 

At the age of twoj'(in July, T975) the uni vers i ty's audioloay department 
conducted an examination of Patricia; the results showed moderate hearing 
loss on one side, and moderately severe loss on the other. Because her 
visible anomalies included deformities in both ears and cranial flattening 
on the right rear side, the specialist referred Tracy to the local chapter " 
•ot a society for helping crippled children to explore the possibility of 
providing Patricia with a bon* conducting hearing, aid. Meanwhile, he recom- 
mended trial amplification and. continued testing, speech therapv and further 
examinations by an otorhinolaryrigologist ,and an opthalmologist." Speech 
therapy had already been initiated by another department at the university - 
in January of 197b. Problems in gross motor .coordination, eye "contact and ' 
both receptive and expressive language were identified durina this time and. 
were being worked on in thera-py. On the basis of reccronendations by the 
speech therapist, the family was Enrolled in an infant stimulation program v - 
run by the university that had a home vis^t component. It was unfortunate 
that no home*Visits were made during this program due to the unsettled state 
of Tracy s personal life. They did'devejop a home program for Tr^cy to 
work on between the sceecn ther-y sessions, ^atricia was to attend the 
therapy sessions at tne university four days a wees, tworno-urs a day with 
one and one-half hours involved in a group 'situation and one-half hour on 
an individual basis. The- fmaT* summary prepared in December by the speech 
therapy starf .cued excessive acserite? ana lack.* of home visits as a proolem • 
in treating Patricia. . a ' .... 

i*u Th u r n wa # ittle ' evfdervce of 'visible 'improvement in expressive language, 
although Patrj*ha/giv,e signs identifying, some common object nouns and inter- 
preting some verbs correctly. .She woul.d sjare at shiny objects for lona 
periods, of "time $ut not make eye contact' with the therapist* Tracy maintained 
that this speech- therapy was not enough, that Patricia needed more. . 



"They just kept doing the same, thing over and over 
•wonder she wasn't, really learning anything new." ' 
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In March of 1976, when Ratricia was almost three, the university 
tested her once again. Based on these tests, Patricia received the first 
stage of corrective ear surgery in" A D ri.l . The plastic surgerf would ' 
create an^ear that would allow the support of a, bone conductor hearing 
t aid. By late fal J of -1976, Tracy had made adecision to put Patricia" in 
a preschool program She talked with the director of the local sc-hool 
district s preschool -program and the local special education director, 
and, was referred to a local private ma inst reamed preschool program She 
enrolled Patricia in this program for December of 1976. 

The local school district conducted the first EPPC meeting for 
Patricia in March of 1977. As the records show, placement for Patricia 
was not the issue at that meeting. The discussion of the group in 
attendance 'centered on clarifying goals for the child an4-"on strategies for 
toeeting these goals and evaluating oroaress. Speech. therapy continued, 
but progress was extremely limited; little adaptive change was nated in ' - 
Patricia s behavior in the private preschool program. Because of further 
impending surgery (and the possible changes it might make in Patricia's 
life and behavior) and because of the. need felt for further evaluation, ' ' 
the committee s mam recommendation was to meet again two months later, 
in April of the same year, Patricia went into the university hospital again 
for corrective heart surgery. Complications forced a long stay and a return 
to the hospital three weeks later. In June, extensive medical tests on 
Patricia s postoperative situation were conducted, reading to a diagnosis 
or subaorticstenosis and a recommendation that Patricia's physical activity 
be strongly limited upon any,signs of fatigue, with a further recommendation 
for prophylactic use of antibiotics in case of any future major medical or 
dental intervention. » • 

The university hospital 's psychology oroup conducted a psychometric 
evaluation of Patricia- in June 1977 (aoe: four years). The evaluation ' 
showed Patricia to be functioning overall in the moderately-to-severelv 
impaired range, of intelligence, and oroduced the .recommendation that'sne be 
placed in a self-contained environment for retarded c.m'ldren In-spi'-e of 
this recommendation, Patritia continued in the mainstrSamed private ore- 
school setting during 1977-78; the preschool teachers and Patricia's Mother 
agreed that the setting deserved one more trial. * 

A second EPPC meeting for Patricia was heTd in the spring of 1978 by 
the intermediate educational agency's facility for tra,ina'ble and severely 
mentally impaired children, following upon an evaluation by that facility's 
sta.ff of Patricia's nejeds and capabil nies. . Speech ^eraoy services had 
again been provided in 1977-78," and again showed prooress" to be' limited. 
The teachers at the private preschool program, meanwhile, had noted.that ' 
Patricia required more individualized special attention - than they could 
reasonably provide in a mainstreamed environment, and that some^f the other 
.children in the environment .were beginning to react toward Patricia in an ' 
lncreasing/ly stereotyped way (mothering her and' treating her as -a. baby) 



ca?Hed y oit Pai chlldrsen - y P° n Trac y' s agreement, this recommendation' was 

Patricia is currently (March, 1930) placed within this" center in a 
pre-pnmary program where she receives- speech therapy, Physical therapy and 
!c I 9 a I ° f . seVvices ror the whole. school day, 9:00-2:00 o'clock" She 
ll TJtn tl ;i! d h ° me t0 the center ' In December 1979, Patricia - 

nn ?v hv h f cardiologist who feels she is doinq well and should be limited 

Should *L Zt ° f ; 3tl9Ue - In FebrUary Sh ^ was seen ^ the opthalmologist 
who said ,ne eye muscles nave strengthened and it appears there will be no 

need for corrective- surgery. He did request that she be checked every 'six 

£22 l J"! "I rSSD ° nd V6rbally t0 the tests administered Sng She " 
ESSoJI e m^I 1ar S h ' Patr i cia was seen by neurologists at the Pediatric 
Neurology Clinic of the university hospital. She wai g-iven an EEG and 'an , 
ttb-Barre. To date, we only have the results of the EEG, which offered • 
evidence ot slignt brain. damage. The two -doctors, according to Tracy, stated 
that Patricia evidenced some autistic oehaviors and nave hi her on two 'milli- 
grams of valium a- day to cfecrease tier hyperventilating and hyperactivity • 

t>tU ] l° SU ", e f 6 J- that Tr9Cy try t0 discover w * at antilnause P a rug ne waf 
taking during. the first weeks of her pregnancy., " - 

cha J^ring a conversation with Patricia's classroom teacher* she stated that 
L +t ?u SP th eraoist requested a re-evaluation of Patricia's hearinq 

■f or P ari a" 5 ™ ^ ^ f * ]V Z ° dete ™' ne the appropriate plac£nl 

tor Patricia, such as a total hearing impaired program or a shared time 

tS°?e a ^P,t h hPr e , e i?i^ at Patr1 " c1a ']s .Rowing signs of progress and it is, time 
to reassess her abilities ana oossi bi>i ties . At best, it is difficult to 
determine the least an 8 d trite greatest of her handicaps Given all the circum- 
stances surrounding her brief six years ana nine months of- Wfe. 

• * t 

) . < * 

Observations 7 in the Classroom Setting " 

'aVouD P ^^J^l, W "L°c' erVe ?- ,in ' ° e - embe r 1979 dur >° music physical therapy, ' 
grouD acw./3<.y c»d snacK tme. , ne classroom teacne- sd^z r-i r ° wir „ 

res^arcner describing tne purpose of all the activities observed,, the goals 

set for Patricia and the-gains they felt she had made. Patricia at no 

time initiated any interact! on_with the other-children. -She needed a aood < 

deal of 3rocc--,c ans enccuraaemerk to c-t involved but -appo^d *o on^v -ne 

Zll^'c, Si ^ ng *V USec by fa sizff Dul A d " :d nct s ^ pWiaYuVit 
consistently. She used no rea^/ords dur-wg the entire morning.. The 

teacher reported that Patricia has gained a vocabulary of 6-10 words' wb<ch *' 

she uses spontaneously, but will not repeat or use them to respond to the 

teacher s questions.- She does respond to verbal directions^ The teacher 

said the -signing is a supplement to languaae development. During-the *° 

physical therapy she laughed and squealed while swinging (which seemed to 

be her favorite activity). .She was made to sit down and rest -periodically 

After each activity she would sign something. . ' 



U wfMl! ^ cla ^room t h e teacher said Patricia seems to know-when it 

" coo e - Zi2 9 r ]eS l ° f Wh6re SnS 1S - and that she had been-sicning , 
cookie. Being in a structured setting for the school *dav (9-nn'?-nm 

nTfor L b p 6 havinq H th ?. h0 ^ *r 1«P»?t. She ^keseye^o^aJJIoJe'ofJen 
and for longer periods or time, she is going toward oeople more often ann \k 
beginning to. interact with he, oeers wnen they initiate t. She Is SeSlnnka 

o produce words. .The biggest -Issue is: should Patricia be "in a hearing 9 
impaired program or a shared time oroaram? I-t is difficult to draw anv L 
and dried conclusions. Based on a haif-day observation' however and com- 

t r eacS fft to^h^V™ P 2 S J P^ams-Patricia is definitely be nning 
to- reach out. to the world around her, al though .cautiously. 
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JI. The Five Major Provisions of the Law 
., . • ' as They, Relate to the Oliver' Case 

* v „ • 

^Protect ior> in Evaluation P rocedures 

~~ " — % \ * * , 

Insofar as available information permits, our current assessment is 
that proper. evaluation procedures have been followed, and that evaluation 
results were used in Patricia's placements. The parents have been present 
during the many evaluations and the results have been discussea with them 
The main burden. of evaluation for Patricia frpm 1973-1977 has been .sarri°d 
by the various climes contained within the university hospital -The on° 
exception is evaluations of speech therapy sessions from '1975,1977 conducted 
at another university'-s speech and hearing clinic. In 1978 and since, the • 
intermediate school's educational^ agency for TMI/SMI children has conducted' 
its own assessments, and has also requested that the parents have outside 
evaluations conducted. " ' - . *L 

- *. 

Tracy and Kevin have done their best-to keeo appointments for the needed 
evaluations, the majority of which have been medical evaluations reljated to 
Patricia's eves-, heart and hearing problems. The-nfost recent evaluation was 
conducted aff the university hospital's pediatric neurology 'clinic on! March 
10th at the request of the school's speecn therapist and classroom teacner 
Patricia was g.iven an EEG and 'EEG-Barre' test. These evaluation Jesuits will- 
- forma major part of the basis for determining Patricia's placement in the 
least restrictive environment this fall. ' ^ 

•+ J ra Z y has si 9 n ^ d release of information foVms for project staff to sub- 
mit uo-the various medical and educationaAinstitutions to obtain the* records 
necessary and relevant to the case study. V is our opinion that insofar as 
we can determine their rignts to conriaentiaTSty of records have net been 
violated. , .it j s apparent, ^however, that .Tracy' and Kevin have not attempted 
to request. any oft the ? records ,' nor were completely aware of their -rights in 
this 'matter. -In a late ,f a 1.1 1979 interview, Kevin Lambert asked, ~ 

- "What rights do I have? 'We've got a right to walk in that ' ' . 
school and look at her records, right?" 

» 

•He- was unsure, as to who t had the right to decide wheVi Patricia should be 
tested again. Obviously, both parents were' unaware that they also had the 
right to request, amendment of tnese records. \> 

' • / ... - : 4 , 

Procedural Safeguards *' 

* * « ■«» 

Patricia's case is- another, in which involvement with' evaluation and ' . 
service organizations have been extensive since birth. Identification of 
Patricia as a child with, special needs* was not an issue either for the 
parehfe or for the local school-district; nor was placement an issue in the 
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IL rS L EP ^ in / a !; ly - 1977 -. By the time Patri 'cia"s first EP-PC meetino occurred, 
she had already been receiving services for almost two vears t^rouah the 

" n^'T ty h ° Spital and the s P eech ' a ^ hearing clinicVfn?ant^oddler 

*-We continue to gather 'new .information each time we^ontact Patricia's 
■ parents, especially Tracy, ; who will remember some othe/lsoect of 

Patr 1C1 a s problems or services she received as we raise new questions 
. concerning the case. As a result', documentary, evidence supporting these- 

ssues continues to come 'in to our office. -We will continue to add new 
\ r i r. at f Ch T e update " 0ur *ense,*ttf date, is -that procedural 

J It fSEI in t 21Elv- m ? rtt and P^ntaT involvement do not appear to have been 
at .issue in Patr.iciais case so far. • < » 
* "» r. 

Individualized Education Plan * * 

" I ' ( 

- A good qeal of Patricia ' s. case fel] outside of the legal required 
•for written individual education plans until 1977. 'The university place- 
ment in the speech and hearing clinic.'s infant/toddler program in 1975 
as well as the private preschool placement in 1976-1978, wer° situations 
in which no educational agency required written IEP record? The first 
direct involvement- of a cublic school occurred in 1977, we?! after the 
initiation of service delivery. -The speech 'cl ijiic developed 'a set of 
goa is for Patricia .and imolemented intensive speech theraoy sessions as 
- w !'J. as ^program comoonent for Tra,cy to carry ouf between sessions . '- " 
at the cl-irjic Recoras available from the private preschool orooram show 
that teachers there used that eau'catijonal organization's own goal and* 
objective-setting . instruments to clan -activities for Patricia in a niahlv 
individual way. 1 



The records for the 1977 EPPC show that creatinq an aooro>riate coal^ 
. set suitable for Patricia's needs was a central cQncern-aaair , evidence 

of individualizatiort in attempting to make. decisions csncefninq Patricia's 
• education. This EPPC was conducted-with staf* from the oriva-- b^school ' 

5 f e --:'-,- - =2r.na ... , center ano €C3i sc.ncf, ais-ric 

speciai education director.- 

* » i 

Since the chanae of olacement tA the seTf -contain^ tmt /^m-t cotfjo G in 
iS7S iw n er D zz^rz-* .vas -;ve . :;-s **ve ?ee^ ce/e : ccec c/ -'^ 'v"-- ' 
teeners, ^peecn ana ^ysical therapists, wim aoais oeing rilanRea^ana" 
discussed with Tracy, ~ c , 

■ * 
- The available evidence, then, suggests considerable efforts were meoe 
by the various proTessigna-ls and Service oraanizations' involved in Patricia'* 
case t* provide individualized educational proorams for her and for her 
family. Initially, this individualization was'at least oartly'aue to the 
unique nature- of her case and her highly specific needs: The impact of th* 
law can best be seen in this case in the expl icit^onouct of a major review* 
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meeting aimed at defining goals for Patricia and in the nature of attempts 
since that date at fulfilling those goals and at preparing new IEPs for 
Patricia. We would judge that the impact of this provision of tne law 
is substantial . -i '• , , ' 

Least Restrictive Environment 

• -> 
Proper placement in the most appropriate and least restrictive ' 
environment is likely to be the principal issue 'in this case in the future, 
although Patricia's situation has not yet reached' a sufficiently stable • 
determination to be able to tell, Certainly, Patricia ' s" current placement 
is. most appropriate fftr her considering the availability of services in 
the area in which she lives and current diagnosis of tier educational- poten- 
tial; and Tracy and Kevin, -overall , approve of Patricia's current setting. 
But, as has been mentioned before, Tracy feels that once Patricia learns 
signing (which has been a major thrust of her mos)t recent IEPs) ana 
settles into the use of her hearing aid, she wiU make more rapid p>%gress '• 
in communicative skiljs. and,iTTh$r overall development. Kevin, for his . 
part, feels that she would get more out of her-current placement if she. 
could attend full -day instead of hHf-day sessions. 

Up to the present the most appropriate placement for Patricia has not 
been an issue. Given the extensive nature of her medical problems, she 
has had attention in clintc and therapeutic settings, home'visits, in a. 
ma instreamed* preschool environment "and in a self-contained TMI classroom 
facility. These various options have been tried as long 3s they seemed 
•appropriate, and decisions to attempt other options have received 'the 
support of all participants/ The -law has helped by providing a forum, 
since 1977, for joint consideration of the options available for placement. 
In summary, this provision has been adequately fulfilled in Patricia's case 
up until the present: a continuum of placement options exists and has been 
tried; reviews of placement have been properly regular; and mainstreaming 
options -have been tried. That this ttST not been a major issue in the 
present case is due, in some- part, to the fact that the local and inter- 
mediate educational agencies have provided a forum for consideration of her 
case and for maKing aecisions aoout option selection. It may oecome an 
issue 'in the future. ? ' " 



Parental Involvement 

/Patricia's mother and steo-father display warm and lovino concern for 
their child, and show every sign of being involved in her development. In 
terms of the letter of the law, a% far as currently available information 
permits us to estimate, Tracy has participated in EPPCs and IEP planning. • 
The private preschool program included home visits and periodic consultation 
between teachers and Tracy; she recall's reviewing the IEPs developed at the 
TMI/SMI center that is* Patricia 's current placement* producing copies for 
project staff to review also. 
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•Both the law and the attitudes of some of $e professionals involved 
appear to have had a positive impact in qivyiq Tra.cy and, more recently, ' 
Kevin,, an opportunity to be invqived in the decision* regarding their " 
child's- placement and the implementation' of an educational program for" 
her. They are just recently becoming aware of their rights .-in relation 
to these issues.- , 
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'-Iir. Major. Issues in the Ol'iver Case 



a ' *\ a 'l earl ; er . s 5ctiofT-of this document, the impacts of the law were- 
documented and discussed fpv each of the five major- provisions of P L . 
^"J 4 ?--- Th ! s action, presents another way of looking, at notable feature's 
of Patricia s ca-se, features thaffut across the major provisions and 
represent aspects, -of the case that*will be explored in greater depth in 



- „ Js.with a .fey^of. the other cases i*n the pres.ent study, the situation • 
. of Patricia Olivef is stilJ very much under development and cannot be said 
to have reached .stability. 1 The Impact of the law irTthe current situation" 
of Patricia can be defied,, but it, appears likely that tWe-wvll be other 
impacts. / .7 ' 

» * 4 

Our analysis.-of this case, likewise, .is still somewhat tentative." 
Rapport, however, is- excellent- and,. we expect to update data collection 'as '• 
•Tracy and Kevin are- able to'.mee't with us and "continue to snare' the issues 
surrounding Patricia's educational needs. ' 

Ongoing Placement ' ' 

Patricia's mother maintains that her child's true potential is Still 
an open question'. It, is true that adjustments are still taking tflace that 
could strongly affect assessments of Patricia's capacity to" develop; .if she- 
makes favorable adjustments' to her hearing aid and develops signing skills 
her, placement, could -change radically. Ongoing placement and Patricia's 
adaptation and performance in her current setting are 'continuing to.be the 
foci of investigation for tne- study." " • 

* . «*J* b1te ^, a,n bivaience'ih*her'feeli , ngs about Patricia's placement 

at the. TMI/SMI. center in a conversation in November* 1979, 

"Yojj seei: the school she is' in is not -for the- hearing 
impaired-.-. She is in a school" for the mentally retarded 
%m and mongoloid. I think sne.. is in tne right place, but ' 
I think she would ha.ve caught up a." long time ago if they 
would have taught her. the right things at that speech . - ' 
clinic program. • Sometimes I' wo'naer ff people -are ever . • 
' going to. listen to me. She is not retarded. *I tnink 
she is*,behind because of surgeries ana everything. She 
should have. had proper placement when she was younger, 
but they (speech clinic ,sta£f ) wouldn't listen to me." • , 9 " \ 

In June of 1977, a't four years, 9 'one month v Patricia was evaluated'at 
the university- hospital pediatric psychology department. Using the Cattell 
Infant Intelligence test., she- was diagnosed as. a moderate to severely 
retarded functioning child\with a mental age of 1 year; 4.8 months ' This '.: 



diagnosis was discussed with Tracy, according to the rebort. Kevin stated 
Patricia had also teen seen by & neurosurgeon who said she had autistic- 
Jhn?H^ aV h 0r ' He re <^ led seeing a special on television about autistic 
< children who spun plates, Tracy said that Patricia used to do the same 
thing. 

N > 

Ironically the doctor involved in. administering the EEG to Patricia- 
on March 10, 1980, told Tracy that Patricia showed only slight brain damage, 
had autistic behavior" and should have a new evaluation at the pediatric • 
psychology department this spring. He has placed Patricia on two milli- 
grams of Valium a aay to control her hyperventilating tendencies ami 
hyperactivity in general behavior., It is hoped this treatment-will allow 
her to attend more to teacners ^nd parents as they try to direct her in 
^earning situations. At this time the results of the EEG-Barre test<= are 
not as yet available to Tracy and Kevlti. tl ' 

This will 6bviously have an imoaci on all those concerned in determining 
the least restrictive environment placement for Patricia and will be followed 
closely by project staff. ■• 

Facing the Reality of the Child's Handicap 

• * 

This is the other side of the placement issue. Tracy and Kevin's hiah 
hopes for Patricia may or may not be justified, and may or may not he borne 
out in her future development. The .latest encouragement has come to the'm 
i-n;relation to the recent EEG results and doctors diagnosis of Patricia's' 
mild brain damage.;. What a new, psychometric testi no will reveal, of course, 
remains to be seen. Patricia's current classroom teachers and speech tnera- 
pist are encouraged by the gains she has made since her return to school in 
February. But they are, using caution in their predictions until all current 
and future test results are in 'and an EPPC can be conducted to- determine the 
appropriate placement for Patricia for the .1980-J981 school year. . 

In the November 1979 interview, Kevin said very emphatically': 

"I'm sure Patricia is govn.g to talk someday. She doesn't 
belong in an Institution, she oeicngs nere at home. 'She 
• can do 'a lot for herself and let us know what she wants. 
I- mean it when I say she'll talk someday." 

**....' a 

* * 
Parental Awareness of' Rights afrd Options Under the Law 

» • *. lt ha J f ecome c1earer t0 Reject 'staff after* several interviews-, home" 
Vistts and phone contacts with .Tracy and Kevin that they are not aware of 
their rights and options under the law. To be more specific, they know 
the law exists, but do not know the extent to which it is designed to\rovide 
an appropriate education for Patricia and rights ot^oth child and parents 
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% 9 Kevin has asked us, M What are my rights?" Tracy had said,- n You see, the 
, school she is % in rs not for the hearing impaired. ",Juit she has. not pursued 
that idea with any of the professionals involved with Patricia,, or aske,d 
for a change during an EPPC meeting. 4 . ' 

/ Tracy and Kevin had a misunderstanding with the school staff during 
January 1580, whj.ch got out of hand (emotionally) overnight. They called 
project staff -asking. for advice and assistance. Tracy was so upset she 
was going to pull Patricia out of school immediately. Their relationship 
with school staff had been a good one, and the researcher involved with * 
_ the 'family agreed to serve as temporary liaison between Tracy and^the school 
t 'staff. Three Dhone calls were made'and the researcher accompanied the family 
9 m to the school. A calm discussion ensued, and the problem was resolved by 
discussing some^ options open to school personnel and the family. The 
researcher was 4 thanked by both parties for being willing to play the role 
of calming advQcate for all invt)l ved--school staff, the parents, and Patricia. 

Project staff feel' that Tracy has shared a great deal with us 
. concerning her life as a teen parent and with two divorces and the many 
unhappy circumstances surrounding her before her marriage to Kevin. 
Tracy has feltgput down by professionals on many ^occasions, ar,d has had no 
defense against tfagir spoken, or implied, accusations of her not being a 
"good parent." nfr account of an encounter in 1977 depicts what can 
happen wher^a parsent is totally unaware of existing laws or rights.. 

"I went' and saw the (local school district's) preschool and 
saw she (Patricia) would not benefit any more by changing her. 
They sort of hassled me about it because they were listening 
to what the speecn clinic person was saying.* She (local school 
district special education director) worshipped the grcund'that 
clinip person walked on. L knew different, she cut me down all v 
the time. 

* ♦ 

*When*I went to transfer Patricia she wasn't going to transfer the 
. papers. She was making me feel like a child abuser. She said * 
she (Patricia) r>eeds more than the mainstreamed private preschool, 
she was angry. <I said I <now, *z will do until I nnd a Dlaca I 
want her in, I don't want her nere. I told you and told -you that 
you're teaching her stuff $he,already knows and 1 want her learning 
s ho.w'to express jierself and let me know something'. \ kriow when 

my child* is ready for something— I ! 1| get recoras in I 'have to 
steal them. 

When we had the EPPC I didn't want her there, but she was. Nobody * 
will ever listen to me. n f 
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Economic Costs 

0 l 

Patricia has had a lot of expensive medical treatment and educational 
intervention. Up to the present, medical insurance and subsidized 
programs as well as the intervention of the sclool district have sufficed 
to cover major .evaluation and service costs fol Patricia, and -private 
efforts of a local chapter of a society for cri poled children have 
provided additional funds for an expensive hearing aid. The parents * 
have not had major economic burdens for Patricia. Our future data 
collection for this case will include closer inspection of cost issues 
for this case, since the family would be placed under severe economic 
Strain if they had to cover any significant costs for Patricia's treatment. 



* 




3. Analysis of the Findings 



ip,ct BOt \ maJ ? r P rovisions of P.L. 94-142 chisen for in-dipth anllysls- 
Iff.^L^ru^Vf.LPP^Pr 13 ^ environment (L^AE) and pa^lnt involvement- 



zation or (training, and deep- 
tation of this law. Differences 
in our casAs were often made 

convictjion behind the 
is-a-vis each other. Event* 
es reflect the results of 




illustrate how historical experience, social 
seated attitudes 'have -influenced the imolemei 
of opinion between parents and professional s 
more difficult to resolve by~\l) the strenotltt of 
differences, and (2) consciousness of roles v 

mrr a L7nT t1at '° n b f ween parents and professionals, often continuing 

a period of years, and inevitably affecting the 'continuity of educa 
tional experience for the children themselves! conximmy or educa- 

" Wai^^-V* the s ! x ' cases - Presented, in this report, relatively small 
local districts were either unable or unwilling to provide an appropriate 

SlTS fa iTZfll .MiH 311 t ? ree "^s-Co?win, P Gilbert, and^Ka L 

1 t ^ , the chlldren live in a county rich with services prevented 
these children from being clearly irrappropriatel v served! 'All three child- 
ren have had to b« transported, to qther. districts in their county In a 
related vein, three of our case children have/had^ioderate to extensive" 
experience in a *elf -contained special education institution-Helen Farrell 
in the county physically or otherwise health impaired (POHI) facility 
■ffan Gilbert and Patricia Oliver in the county center for trainable and- 
severely mentally impaired (TMI/SMI) children and youth. The extent to which 
these settings comply with the LRAE provision of P.L. 94-142 is a complex 
and problematic issue..* / < t-ompiex 

ThP Hi2^°f + th | childre n-in the cases presented are multiply handicapped. 
The difficulty for parents and professionals in determining which disability 
, S«?m1 SS P^^ 11 ^ - how to design a program as close to "normal" as ' 
possible, and under what labels to jP lace the child for service-eliqibilitv 
purposes, is especially acJte for Children with'.complex diagnoses. Even for 
dur two case chlldren with clearcut diagnoses, the social correlates of 1 
being handicapped (e.g., feelings ipoked in non-handicapped peers and 
teachers) have complicated the question of most appropriate environment. 

least Restrictive Appropriate Environment . 

' : ; — r- 1 

ho. a ,I hi V!i 0 ^ Si0n ° f P - L - 9d - U2 h3s proven difficult to implement both 
because of differences in interpreting the meaning and inient of fhe 

provision, and because in many. of our cases alternative placements repre- ' • 

sented trade-offs,- enhancing certain aspects of the children's development 

. at the expense of otheVs. In this section of the analysis a number of the ' 

issues that emerged from our cases relating to LRAE will be discussed. 

^n^i^rSnf^V-^^w^" 00 ^"' Gil * b ert, and Marshall -relatively small 
local school districts have not been able to provide appropriate placement 
optics for- the children. In spite of district staff promises that they ' ' 
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were developing programs to meet the needs of these'childrent 'in all thre& 
•cases these programs have not to the present been adequately developed 
Thus,- available alternatives have set the range for placements considered 
.locally in seeking LRAE. In all three cases the children have had to 
participate in programs in neighboring districts, or in county-wide 
facilities such as the TMI/SMI center. The children and their families ■ 
have had to adapt to what' exists, seemingly in contradiction of the intent 
■ of.P.L. 94-142. " 

In Larry Corwin's case, not only were he and his parents forced to 
seek- placement in the special education program of a neighboring district 

'but he was placed in an EMI classroom, in spite of the fact that his 
primary eligibility category was EI. It happened that this setting was * 
an excellent one. Nonetheless, this placement led to a county and state 
investigation of his home district, with the finding that it was the 

. district s responsibility to provide an adequate setting for Larry, and 
until the district developed one, or received a "deviation" permit from the 
!u! 6 r 11 V aS c L earl y out of compliance. The result of this finding was 7 
that Larry s home district qui-ckly developed an ad hoc program for him in 
his home elementary school. More importantly, there was such resentment - 
of the Corwins efforts to assure an appropriate program for Larry that the 
year in his home school quickly became intolerable for him and his family " 
and he returned to the EMI classroom. . • : 

m . In Sean Gilbert's case, there has been no conflict" to the present over 
his placement in the county JMI/SMI center. Nonetheless, this fal$ • 
(September 1980) he has. had an EPPC leading to a qhange in placement out of 
the TMI/SMI center, into a regular. school setting. As his home district 
still has not developed an EMI program and other services to meet his 
needs, Sean-must continue to travel to a neighboring school district to be 
educated. One difference between Sean's case and Larry Corwin's is that ' 
his parents have not felt. the need to insist that their local district 
develop a program to meet his needs. In. part this acceptance is due to 
their personalities; in part it is because they live in a county with a lot" 
of services. They have accepted EPPC decisions and advice without 
questioning whether the intent of P.L. 94-142 was being met. 

- < In Barry Marshall's case, lack of appropriate local district alterna- ' 
.tives has been only part of a much larger conflict over the meaning of 
LRAE for Barry. Nonetheless, his home district clearly interpreted the 
LRAE requirement regarding provision of a continuum of services to mean 
helping Barry find an appropriate placement somewnere in tne county, not 
providing it themselves. When the Marshalls thus determined that a private 
integrated preschool was the .most appropriate among the alternatives 
discussed at^some of the early EPPCs, conflict arose over who would pay the 
costs of transportation. The ilarshalls felt that if the district was not- 
going to provide an appropriate program for Barry itself, it relinquished 
to some extent its right to "dictate" placement to them. ' They argued, in ' 
effect, if you're go^'ng to force us to look around the county for a place- 
ment for Barry, at least be gracious enough to pick up some of the undue 
(transportation) costs that would be entailed. 
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The effects on'our study children of district inability or unwillinn 

I&lXtaSfSl r 6V ^° P »Pf?P^«te Pro9« for'he^^a^no "b in9 " 
especially harmful to the children; "there have been, thouqh clear "neaativp 

1nT^v P S2 , ; 1 ?5 1 - ,,arent J elafionshi P s - ^cause ?h e 9 chfid en § 
ImI " U J ty H wlth a Wld f arra y o f services, , their parents have always been 

ov ■ n ?s?a n n C a p, eqU lL pro9ram K fo I thefli; although sometimes based' on travel 
'2ause tfthl EE nlii V n ry abundance of services has in fact been the 
cause at the ong delay in developing special education programs in cprtzin 
districts-neighboring districts Jiad those programs already 

.More importantly, -the 'problem of small districts providing a range of 
services to a small number of. children with a variety o ? ^ hand cVpp^con- 

ami-° n es °A ] S * 0Ulders ° f the cflildren themsel? n heir 

llnll nAni- mber ° f ^districts are involved in collaborative arrange-' 
merits pooling resources and each providing some piece of a total special 
education program with related services. These arrangements are txy-and- 
■ large_beneficial,but they have one drawback. They are a disincenttvlto ■ 

' ni Id'SSs ?*t " ^l b ^ s ^ "that a particular hanSlclp d 

child gets at least a chance to be educated in his or her home district 
nut It Set l^hat too ready to suggest alternatives far from home, with- 
out at least struggling to 'find a way to educate the child close-by. 

■In a number of cases, difficulty in determining the Cause and nature 

o fE^fV^I 1 '! 9 T, StUdy Child?en has made d etermina- 
lllL L 5J difficult. Four study children are multiply handicapped, and 
three of those four have had dual or triple eligibility classifications 

n e « 'l u ? tratlon of difficulty in determining primary disability * 

BoJh thJ/rH ]TZ U E r0Vld f d l' n the CaS ' eS of Larry Corwin and Barry Marshall. * 
* f f n hlldren h have at t™es ™ their history-been labelled simultaneously 
rnnflnf; LD "educab e mentally impaired and learning disabled. These are 

dimct t t°n y hp ^T^Vr 5 and ' by definiti ° n > it would be extremely 
ditficult to be both at the same time. Larry, along with his other classi- 
fications has been labelled El-emotiopal-ly mpaired Barry likewise 
has. been labelled speech impaired and orthopedically impaired. MkeW1Se ' 

• <« ..c^if^ 0 ^ 1 '^ 6 -^ 09 ^" 1 for a cnild witn a specific learning disability 
l n /li l y J ulte . dlT [ er en t than one for an EMI child. For tarry, being EMI 
f« lli^l r ^ 0U o d by P roVidin 9 a Pr°g™i with time in both classrooms 
aswel as speech). Barry Marshall's case has been difficult to resolve 
it^is clear that, depending on how one looks at his needs, the kind of . 
program developed for nim would be extremely different In his E^PCs the 
placement and program optipns discussed for Barry nave often differed in 
■\ d 5V 1 * S degree - For exam P lp , ^ his fourth- EPPC, options discussed 
jSSrSi H.c a ; nS H tre ^ P resch ° 01 classroom, a self-contained classroom for 
leading disabled children, and the local district's orthopedic room > (Most 

VJrT.IT ll an ! 1$ gJE?* haVe agreed on his need for extens v spe h 
.therapy.) At a later EPPC, his sixth, the principal of "Barry's holne school 
suggested the newly opened EMI- room in his home school. " 
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The- question implicitly or explicitly addressed in program 
planning for the multiply handicapped children in our study has gene- 
rally been: what are the behavioral and educational impediments To 
optimal functioning that we want .to attack? Basfng planning on this 
question has helped educators and. parents sort out the complicated "> 
needs of children like Patricia Oliver. This child's handicaps ' 
include hearing impairment, speech impairment, orthopedic impairment, • • » 

tairly severe mental impairment, 'and moderate visual impairment.. 
Two physicians testing her last year (1979-80 school' year) even ' ' 

suggested the possibility of autism. To the present, the rule for 
providing a program for Patricia has been optimum treatment for her 
greatest deficit Until recently, this* meant, a program focused on her 
I wiSorn 31 " /mentally impaired and speech impaired. This 
fall (1980), as a result of renewed testing, Patricia's teachers 
feel that the key to unlocking her intellectual potential ' (still 
unclear) i^to focus on her hearing and speech impairments. 

The specialized and fractional -nature of special education ser- 
vices has- made provision of an appropriate ".program and- envi ronment for' 
the multiply handicapped children in our study more difficult. Larry 
Lorwin, for example, 'would, benefit from an integrated EMI/EI class- 
room where a broader range of his. needs would be addressed in a 
coordinated manner. As it . Is, his EMI and EI teachers take a- different 

. approach- to him, work with different educational materials, and have - 
different classroom environments. Patricia Oliver would benefit from 

ten integrated hearing impaired TMI classroom, at least transitional ly. 
J^rrjMarsnall would cer-tai-npy benefit from a program organized to ' 
meetr, and focused on, a broafier .range of -his needs'. 

Three factors impede the- provision of more" fully, coordinated 
programs for our study children.' First, the classification system 
mandated under P.L. 94-142 tends to lead EPPC and IEP committees to 
choose among alternative environments focusing on different kinds of - • 

needs. Second, most special education teachers are trained*to focus { 
on one, or at most two, handicapping conditions. Third, lack of ' / 

resources Drevents school districts from providing. "combined" programs 
in the * conti nuum pf services offered. Dual or triple classification * 
is discouraged in the districts in which we have worked, usually 
for good reason-the various pieces of the total special education pro- 
gram are quite different from each other. Nonetheless, as the cases 
of our study cm-loren illustrate, multiply involved children reauire 
those dual or triple classifications to assure multiple needs are met. 
me pieces tend to be tacked on to each other, though, rather than 
thoughtfully fit together. 

A similar impediment to* provision' of LRAE for our study children 
has. been lack of- an institutional continuum in placements. In terms ' , 

of institutional settings, our study children and their parents ' " 
have been faced, quite frequently, with rather stark choices. Ortho- 
petlically involved, children, for example Helen Farrell, have been - . 
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. faced with a-choice between the county POHI center, where they would 
have no contact with non-handicapped peers, and a Vegular classroom, 
where they would have limited or no contact with other brthopedically 
involved children and POHI trained teachers. Mentally impaired children 
in our study have been faced with the choice between the self-contained 
isolation of the TMU$MI center and an EMI classroom in a regular 
school. There is no TMI/SMl setting in the regular schools; thus; 
parents have reluctantly chosen the isolation to have access to the ' 
1M I/SMI -services.. , - 

-» ' Tnere is thus something of a quantum leap in institutional 
settings from^largely mainstreamed to totally isolated. In' classi- 
fication terms that leap is from mo'derate to severe impairment. Jfhe 
need for settings bridging s that gap has begun' to be addressed in the 
county; for example, a new POHI facility is being built, attached to 
a regular elementary school arid close by middle and high schools." 
To the present, the county^POHI center has been ruled administratively 
as something of a separate fiefdom. ■ It is hoped that this institutiWr 
integration will lead to greater administrative coordination between 
special education and regular education. 

v 

* 

Tha lack of a continuum in institutional settings makes pro- 
vision of LRAE to children who fall in the gray area, between degree . 
of involvement categories, more difficult. There has -been- a' certain 
schizophrenia evident- in the programs pf those of our study children ' 
W(io don t fit easily into categories of moderately impaired or severely 
impaired. The frequent reliance oti and push for "shared time programs," 
most clearly seen in the cases of Helen Farrell , Barry Marshall 
and Joseph Edwards, and to a lesser extent in Larry Corwin's, reflect- 
lack of consensus on degree of impairment and the effect of that 
impairment on each child's total functioning. When part of a child's 
program reflects a belief that he or she can function Adequately with 
non-handicapped peers, and part totally isolates a chiSd from those 
peers, placing him or her just with handicapped peers, 'then that child 
does not have a truly coherent, educational environment. An alternative 
school and classroom setting appropriate jto the whole child-strengths 
and needs-would be less restrictive for at least', a few of our study 
children. - J 

The seemingly complex programs .in which a -number of our study 
children find themselves— shuffling fronTreaular classroom, to EMI. 
room, to speecn, to EI room, back, to EMI room, etc.— orovide an 
indication that the scnools in 'tins part of Michigan are struggling 
to provide programs that meet the full range of handicapDed children's 
needs. What, is happening is- that pieces of the special education - 
system- and the regular education system are being grafted onto each 
other, with the mandates of P.-L. ,94-142 being 'the 'glue that binds 
them together/' The jnost, appropriate environment for most of our 
study children is in an educational world- somewhere between the two 
systems, arid that world is still in the 'making,' - 
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en • . A V he extremes of the two Systems axe the totally self-contained 
special -education facility-such as the county TMI/SMI and POHl 
centers—and the regular classroom in which the special heeds child 
is sometimes placed full-time. Ihder what conditions do these settings 
satisfy the letter an£*ntent of the, LRAE provision of P L 94-142? 
Patricia Oliver and Seafc Gilbert have had' almost no contact with 
non-handicapped. peers during their tenure at the county TMI/SMI 
center. Yet, observing t^em, one doesn't feel they "are in a restrictive' 
environment. That settings seemed appropriate in itseTf: it is 
when one thinks .of the socia.l world -outside the facility that the 
restrict! veness of it is apparent. Yet the staff at the center are ' 
• wa ™ .«| nd canpg; they make whatever attempts they can to Wing the 
°^ S ^ e - W ° • V*' " and take the cn ' ildr en to the outside world"; and they 
see their goal,, in many cases-, as moving children toward normalization. 
For example, Sean Gilbert moved this, fall out of the TMI/SMi' center 
into a regular school setting,. 

* , Joseph Edwards'" experience in the regular kindergarten, with 
only speech therapy services, suggests that- even for moderately to 
severely involved children-Joseph has Down's Syndrome-full-time in 
a regular classroom can be appropriate.- Yet the experiences of 
Helen Farrell and her parents, and Larry- Corwin and his parents 
illustrate tha& both those extremes in setting can just as easily ' 
be restrictive a-nd inappropriate environments . As will be recalled 
once the county POHl center "captEfred" Helen, they wanted her full 
program to be there, even when there was clear evidence that she 
thrived in # a mainsTreamed setting. It is the poJicy of the POHl 
center administration not to encourage orthopediaJlly involved children 
to participate whenever- they -can in. the regular schools ' /programs f 
SLl^E! Corwin l s u case ' b ° th M» teachers apd his par-entshave discovered 
tnat, because of his special emotional and cocmitive needs, a regular 
classroom environment is frequently a very restrictive place for him. 

In fact, the teacher who knows him bes>feels that he is moving 
away from normalization. * - 

* u- ThuS lu th ? P h y? ical setting can make it more,, or less, difficult 
^°h!n& eVe 5 6 I-?!* restrictive and still appropriate environment for 
a hjndTcaooed child, ret the -above evidence from our cases illustrates 
that it- is the benavior and attitudes of the staff and the specific 

2oS S S rJS? Ch .l d ^ at haVe the m?St si 9 ni ^'«nt influence .on achieve- 
ment of LRAE.- When Sean Gilbert's teachers at the TMI/SMI center 

Ihlt Im2a n V a L did ; th ey consider tis placement there a 3 oermanent, 
that attitude itself he! Ded, proper ninwtoward normalization, and a 
regular school environment. When Joseph Edwards' regular kindergarten 
teacher said, in the face of -Consensus among the other professionals 
a-t Joseph s recent EPPC that^he should be in a self-contained EMI 
classroom, I haven't made up -my mind yet what's best for him"-, she 
-propelled him toward normal izati on. Tfiis year (1980-81), thus'far 
Joseph is successfully negotiating 'the -transition to a regular first - 
grade class. ' . ■ • 
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^educational systems 'serving our study chi IdreiPare 
f0t the demands of educating J:hem in the least-re- 
bate environment, the children themselves, in a" few 
JWIopmental paths moving them away from normalization 
|Larry Corwin, Joseph Edwards, and Patricia Oliver; \ 
IT ^ap between them and their age-mates grows wider 
..Larry has proven to.be particularly sensitive to this 
- ;,;"-? -W. o.ne reason* why his. teachers have recommended less 
time in a regular -class. each year as he has gotten older. Joseph's 

^ ?/h Z V h f he W1 ' ]1 have t0 beJn f?rst *™de again n^t 
year, if he wants to continue .in a regular class-he will then 'be 

ol5 P r e ?L S n°Mr ?™ h I s classmat es. Eventually, he will be so much 
.older than his classmates .that more time, in a self-contained EMI • 

XJSBLi 1 !! ° ineV ! table - 'Patricia Oliver-remained in a mainstreamed 
preschoo environment f or . a year.. and a half. At a certain point it 
became clear .that she needed more individualized attention to her 

?h?^L S ??Q«S^i ? l3 K b1 1 - ?, teS than COUia be P rov i ded in that ^tting. 
This year (1980-81 she will probably move to the TMI/SMI center's ' 

Hearing impaired classroom, to .work on communication- pre-requisites. 

* r\ 

In the cases of tarry Corwin and Patricia Oliver, while movinq 
away from normalization in terms of mainstreaming they are beinq 
moved into or toward environments that place the least restrictions 

t ; e ! r Performange by attacking specifically the imoediments to 
KfJ? * erf °™ an «. That particular intent of the LRAE provision is 
Deing met in their cases. Jaspnh FHuarHc ic +h +,-„,n . .• 



l - „„ i- . . i — — iui MibcuL ui liic liwc provision is 

being met in their cases. Joseph Edwards is theoretically in an ' . 

h, as his father puts' it, will allow him to "fail at the 

Hi <; narpntc .avnna ^_ ._ i _ ... 



environment . whic, „ ia , IIC[ MULb . , t> Wlll aN0W nm tQ ,. fai1 at th 

* " of hS „ ?r^'h- 4 ; S " P - rentS a T e that mode1s for him and expectations 
of him will be.higner in a^regul.ar classroom setting. His successful, 

1979 1T!SL? ry i n9, exbe r ien « in a -regular kindergarten-during the 
19^9-80 school y§ar suggests that there are certain pre-requisites 
to a. successful mainstreamed "experience for handicapped children. 

s i. " ' 

The most important pre-requisites are preparation time, and then 
. ongoing support for, the classroom teacher servinq these children 

" £?JS23° °? 1Ca - 1 r nd te r" nnical ^reparation a,Dpiar_J^_M_rruriai 
For example. La rrv. Corwin-'*; rpniibr rhcr, nnm +L*„u_.- ' V • 



aCninV i ■ r ^'r" r " l - a, "reparation appear tn hp rruria.1. 

For example, Larry. Corwin' s regular classroom teacher viewed him and 

' h^nT 356 !!" 1 ? henclass for smal l Periods of time each day as a v ' 
burden. His already gr,eat social isolation „was reinforced by h°r 

rl u f 1 a ^ tentlor ] t0 h,tjn ' a " d ' ]3ck of effor^to intearate him socially 
The children used her^a model,. and likewiTeW no effort to inc ude 
him. In contrast, tJoseph 'Edward's teacher,, who suddenly found him v 
SJIS e J L er ^.* derdar ten class in December 1979, made a special M 
h- 9 £ ing hlm " J,a and mk ? him P ar t of the class. Her Respect for 

2 i !l affectl °n>,and her- patience when necessary, served as a 
model ^fiat most of the children packed up on immediately. She wa£ ». 
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• psychologically prepared to have htm in her class and did not 
unconscious^or passively resist his presence ... 

* ad^^t^^T*' 5 n ° r ^ 0Seph ' s re 9 ular classroom teachers received 
ct re C n nEfrj 3 ! 10 " feting the special needs of 

fnl h /J Problem had more of an impact on Joseph's teacher 

•• s? a i 's rdele n D r P d ki ; der9arten C ^ lhe who * ^ernoon ?he • 
weS rfp^lnnoH Jh S^J for .encouragi ng Joseph 's, academic progress 
were developed through trial and error, and with the suDnnrt nf 

and"' liS ^ f° * ha ' e « s ™ trials. on'devefopment'aPn eds ■ < 

Joseph's telcJieJ re°ce vedT tT CM ^™ wi - tt her ' Equa11 * as ' im P°^ nt > ' 
+u b . LedC - ner received little ongoing support for her work with him- • 

nai ' were Q esigned to meet his educational needs. 
i m pe*fe 

lull iTTJZ C] ir° 0m l and 1n 1 few cfse^lnstit'ut' S o ? ■ ' 
stitution that has had to-be made everyday In Helen Farrpir* 

a"tJncf! J^V^ had t o-ove.e^errday n betwl n wT tally 
exoecJa^ If U il onal r v ™ e ? ts ' with educational strategies, • " 

each HIT fJJr ^ surroundi ^ very different from ' ■ 

to an EI c 1 a «rIZ 'f^"' d !! nng h 5 d ^,moves from an EMI 'classroom, 
back aaain tl%m ' to . T Spe f h ' to his -regular classroom, .and sometime™ , 
the cla 9 ^rn^^ 0 C \ U ' - ln J ach ^"^expectations are. different C 
nn!ic J ^atmosphere ,is different, the children may be different ^ 

S «kXJZd S an !nT ent tK different ^arry finds it hard e o h 
to make friends in one setting yet he must strive to do so in three 
or four. Joseph Edwards' mottev refused his teacher-consultant 

l^T - 2* year - , (1979 " 80) • t0 tra tions h s daily 

s ed ( tta??hi 1 r ready t 1 - eaV ^ 9 f ° r - Spe " eCh) • Bar?y HaJshafrs IXtheV 
nas noted that the cosmetic mainstreaming he gets for art musir 

.gym-- does a lot more "harm than good for him She >e^f thafr th^ 
c onstant "in-and-ou t; ' all d a y 

3ilk„°X„ o^the .nSJhlSJLSS." b6in9 Mted ° f the handicap ^ d " " 

m«s a moderate influence on achievement- of that environment - Th* 
position from which decisi^-mal^g meetings begin oS s ha oeslhe 
nature of d 1S cussion and final determinations. We havlnoted thrlt 

IVlXarz MoVl ° U r CaS i eS; l6t ' S assume this SlldUild 66 ' 
oe integrated into a regular c]assroom setting unless clear iustifira+^t, 

towards), let s set a range of options and discuss each in turn 
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(Helen Farrell, May 1980 EPPC); mainstreaming is clearly inappropriate, 
let's look at other options -(Barry Marshall). We have found that the 
• middle option, though not inherently closest to the intent of the LRAE 
provision,; seems to Lead to the most constructive decision-making pro- 
cess. Parents, or professionals, are less likely to feel "railroaded" 
if each option is fully discussed-. Advantages 4 and disadvantages of - 
any .particular placement option are more likely to be brought out, 

^ We have found, as might be expectedy that when parents' and pro- * . 
fessionals' perspectives are given equal weight, decisions leading to 
achievement of LRAE are more likely to be made.' An honest negotiation 
process, though it can sti-11 be emotion-laden and painful, contributes 
to construction of a balanced program. The May 1980 £PPC of Helen Farrell 
illustrates this..finding. In none of pur cases have professionals simply 
overwhelmed parents witfr their administrative and moral authority! Yet 
in the early years of the Corwih and Farrell cases, and on a continuing 
basis in the Marshall case, adversarial interactions at EPPC meetings 
have left parents shaken; angry, and confused. Strains in'parent- 
profeSsional relations have affected teacher attitudes toward two of 
our study children .(Larry Corwin, Helen Farrell) at school , leading 
.in the early years to a more restrictive environment (in atmosphere) 
for these children. . 

The defcision-making process leading to LRAE often involves con- 
sideration of trade-offs in- program focus among different aspects of a 
child's development. Although cognitive, socio-emotional , and "physical 
development are in actuality closely intertwined, in a few of our 
cases choice of one or another placement has been seen to mean*enhance- 
ment of development in one area, at the expense of another.; Parents 
of our children have been less likely* to t^ink in terms of trade-off 
than professionals, but parents too, are €wa re of the need to meet a 
framber of kinds of needs in thejr children.' The cases of Helen Farrell • 
and Joseph El3wards- proVide the clearest illustration of this issue. 
Patricia Oliver's case^ due to the great number of her remedial needs, 
also-provides an illustration. • • 

< Helen Farrell' s teachers at the POHI .center have alfoays felt that * 
her full-t TTf! ^participat icn in_the private, mainst reamec elementary ' 
school program might meet her social needs, but would not be the most 
beneficial placement to meet her academic 'and physical needs. Helen's 
parents disagree strongly with, that assessment in the academic area, . 
'bCit-have sensed tnat ner program of snysical tnerapy— crucial to ner 
struggle for autonomous moDility— mignt be fuller at tne POHI center. 
They are currently monitoring the amount of physical therapy she gets 
weekly in the mainstreamed setting. Joseph Edwards' teachers and 
evaluators have historically felt that his 'cognitive needs could best 
be met in a self-contained EMf classroom, although they have acknowledged 
that he profits socially from maTnstreamed settings. They have thus 
viewed LRAE decisions as a trade-off between more effectively meeting 
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. Joseph's cognitive needs, or more effectively meeting his social needs. 
Josephs parents" nave not felt to the present that tney are trading-off 
cognitive for social development in seeking regular classroom place-"" 
ment for him.- But they feel this might become an jssue in the near- 
future. , v - 

Patricia Oliver has had so many needs during her early years that v 
'it has been difficult to meet them all simultaneously. Currently her 
Rearing impairment is seen as potentially tht- central impediment to 
her development:, it is preventing fuller interaction with the world. • ✓ 
Yet, if she enters the TMI/SMI center's hearing impaired program this 
fall (1980), the focus on teaching her signing and related skills. will " 
be at the, expense- of time^fof specific activities' enhancing her cogni- 
tive development. She desperately needs tools 'to communicate; yet she - 
also needs a full program of cognitijfc stimulation. Placement 'wil 1 
determine -which^ receives more emphasis, al though 'neither will be neglected 

t 

Though .the nature and degree of a child's handicapping condition 
have clearly influenced parental and professional desires with respect 
to choke of educational environment^) * other' factors h'ave also been 
influential, hjhile it is possible to generalize that, the more severe 
the handicapping condition the less likely will be placement in a 
regular classroom, parental preferences and number of suitable. alter- 
natives available also influence likelihood of mainstreaming, sometimes 
independently of nature or severity of handicapping condition. Joseph 
.Edwards' case illustrates the former influence; Helen Farrell's the 
latter. With a few exceptions, professionals involved wfth particular 
children -in our study generally have opted for a less mainstreamed * ' 
educational program tnan those same children's parents. This generali- 
zation does not nold for our most severely Ynvol ved child, Patricia Oliver 

. . The analysis of how the least restrictive appropriate environment 
provision of-P.L. 94-142 has been implemented in our study cases reveals 
this to be a compl ex,- often problematic provision of the law: In- 
fluences on determination of LRAE for any particular child are multiple: 
the size of'his or her school district, ^jistri'ct fiscal resources, 
service avaiiaoility rn tne general area, aanrini stra.fi ve and proara- 
matfc integration between special .education and regular education, the 
strength of parental and professional feelings, the nature of the 
EPPC/IEP'decision-makinc process, tne ace of the 1 child, and of course 
the specific neecs. of tne cnild. all interact m a process tnat often-, 
continues from year to year. By ana large,' tnose involved in tms ' 
process feel .they have the best, interest of th^child in mind, and at 
least attempt to understand opposing viewpoints. • 

In> none of our cases' did we find a. simplistic ,dn"ve toward main- - 
streaming, or in the opoosite direction, on anyone's part. All dis- ' 
pussions took place in the context oflpecific children 's needs. Yet, 
powerful differences in opinion ana perspective nave persisted over- the 
yefrs in a few of our cases. Fundamental differences concerning the 
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best way to meet a child's needs— in Helen Parrel! 's case— have been 
proven difficult to .resolve. We have found that as long as communication 
continues— among teachers and therapists, between, professionals and - • 
parents, between administrators— many problems can be worke'd out, at '* 
least to the. point of compromise.' When ccrnciuni cation fails, it is c — - „ 
inevitably the child who suffers most. ' ' . ' ' 



Parent Involvement ^ 1 ' 

P.L. 94-142 has redefined the rights arid responsibilities of' a ' 
select group of parents— those of handicapped children— in decision- ' 
making regarding a 1*1 aspects ofstheir children's educational programs. 
In»many ways, the intended beneficiaries of P.L. 94-142 have been not 
just handicapped children, but their parents as well. The mandate to 
involve parents in program planning", decision-making, and evajuation . 
has, obviously* changed not only their roles in the eduoational process; 
it has changed professionals' roles too. Professionals are now to be 
partners with parents in that process. 

What has the impact of these changing rights, responsibilities, 
.and roles been on our study children, their parents, and those serving^ 
the children? The changes mand&ed under P.L. 94-142 have required new 
.administrative procedures. Perhaps more fundamental ly„ they" have re- 
quired changes in deeply rooted pjf#er-ns of interaction and feelings 
about oneself as ar dedision-makerT Much has become exposed that was 
hidden. As one parent in our study recently noted: "It's impossible 
to describe the feeling, of being totally vulnerable, of having no 
control over the life of my child, when I enter an EPPC meeting. " 
Attitudes and beliefs about one's status, long accepted, are suddenly 
turned upside down: this, has been true fo,r parents ^pd professiona Fs. 

.THe findings regarding parent involvement in our- case studies shed 
light on three central issues: the implications of genuine versus • 
cosmetic parent involvement; the factors differentiating the way various 
parents use their rights under the law; and the implications of school 
systems taking either a oro r active or reactive' stance in informina*". 
parents of their rignts ancf responsibilities. Threaded tnrougn. tnese, 
and a number of corollary issues to be discussed, has been the often 
difficult process of adjusting' relationships, expectations, and behavior. 

The range of *invol vement in orodram Dianrfino, decisidn'-makina, and 
evaluation among our study parents has' varied m6revyin natur^ than'i'n 
degree. All our study 'parents— usually, the mothers of our study children 
nave, taken advantage of, the opportunity to participate in planning and 
decision-making meetings"; most, have participated at some time in IEP 
formulation \a narrower task in Michigan); and most have .sought- and 
received evaluation-findings, written plans, and 'related documents. 
.The basic difference among our study parents .Has been in the role they . 
have carved out for themselves, or that they have been encouraged" to ■ 
-take. Patricia Oliver's mother and step-father, with a limited aware- 0 
ness of their rights, and having alot of needs themselves-, have tended 
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to rely on professionals to define Patricia's program. The Gilberts, 
with a general awareness of their rights, but having no strong objec- 
tions to'Sean's placement, have tended to go along with professional Is T 

-preferences.; they, .though, have known what they wanted for Sean. The 
Corwirrs, Edwards, Farrells 'and Marhs^lls have, to various degrees, taken 

'an active role in the program development process, generally learning 
their rights as they've gone along, gaining an increasing sense of 
themselves as .decision-makers. These parents, in asserting themselves, 
have brought out all kinds of underlying feelings in professionals, 
the presence of which charges the atmosphere of planning and decision- 
making meetings, 

-Two kinds of factors have differentiated the way our study parents 
have used their rights under P.L. 94-142: institutional/environmental 
factors, external to the particulars of the situation; and situational 
factors such as the status, backgrounds and personalities of the 
participants, the history of a particular family's relationship with 
the schools, and the nature of a particular child's needs. As w/ill'be 
seen, the institutional/environmental factors often merge with situ- 
ational factors as^ a case develops, . \ * *' • 

The institutional factors are illustrated most clearly in the Corvun, 
Farrell, and Marshall cases, '"Larry Corwin's parents were forced into 
an activist role when it jbecame clear to them that their home school 
^district was not going to provide an appropriate, program for t)im. The* 
fa^ct that it was a small.-district, and* that there were no options for 
them within the district once-his home elementary school principal 
indicated that the school simply didn,'t have the resources to meet' 
Larry's needs ("we have other children to think df too") backed the 
Corwins against a wall. Because ft was a small school ^district, their 
activism quickly became well known to administrators, teachers, and 
other professionals, with the result that the whole family was branded 
as "trouble, 11 (Larry's older brother had trouble acquiring badly needed 
remedial reading services, until Mrs, torwin threatened to begin due 
process proceedings to acquire those services for him.) The, supportive- 
ness of the neighboring district's staff, and their attitudes of "don't 
worry, we'll work any problems out/^was a powerful relief for Larry 1 s 
parents, The.y nave now retreated ,'consideraDly from tneir activism of 
earlier. years because they trust that any decisions- made will be in 
Larry's best interest, * * 

The difficulty small districts 'can have in providing adequate 
services to a child, with the result of . activating parents' concerns, * 
can be seen also in Barry Marshall's case. The Marshal Is have never 
fett that Barry has been getting adequate speech therapy and .communication 
skills work. The district has. responded that he is getting "all that 
is available and all thai heifg:eds." The Marshalls more generally have • 
had a long history of negotirtTng "With their home school district to 
get what they see as adequate (more) serviceslfor him. Judy Marshall 
wonders if the district decision to mainstream him last year (1979-80) 
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was really In his best, interest; whether it might not have been a way 
of Rroviding him less services. The fact that the 'district has all the 
special education programs in pne building she feels is also more for 
the district's benefit than for the children's. The Marshall.' s activism 
over the years has not resulted in their minds in adequate services 
for Barry. That [s one of the reasons they decided recently to move 
to another county that had group homes for handicapped children, and 
where they felt Barry could have his needs met. 

v 

Helen Farrell's parents, particularly her mother; have also become 
very involved in formulation of her educational program for reasons N 
attributable to the institutions serving! Helen. The POHI center's 
philosophy and values, described in her case study, have been impedi- 
ments to Helen receiving an appropriate education in the least restrictive 
environment, in her parent's minds. The institution's philosophy-, that 
most POHI children are better served if they take their full prqgram 
there, contradicted the concrete evidence that Helen thrived in a main- 
^ streamed environment. This conflict led to years of struggle over 
"Helen's placement, with extremely high emotional costs for Helen and 
her parents. * 

* 

In each of the three cases reviewed above, the parents were drawn into 
an activist role by what they saw as failures in the institutional 
system serving their -children. In the Cprwin and Marshall cases it 
was lack of adequate resources, compounded by professionals' resentment 
of demands made by the parents, that led to parental activism; in the 
Farrell case it was the philosophy of the institution that led to N * . 
conflict. While it doesn't automatically follow that satisfaction with 
institutional resources made available and institutional philosophy 
leads to less active 1 parent invol-vement— as discussion of the Edwards 
case will demonstrate—in general this holds true. At -least part of 
the reason for t'fie Gilberts' and Lamberts' (Patricia OTiver) less active 
involvement was satisfaction with services. 

In #(1 our cetses situational factors clearly influenced parent 
involvement, although not in a simple way. Different *f actors have * ^ 
played a role in each case, and it is hard to find particular factors 
that consistently differentiate degree and nature of parent involvement.' 
Two factors that we 'might have expected to clearly have an. influence 
on parent involvement—social status of the family, and' parental know- 
ledge of the Drovisions and intent of P.L. 94-142— did not prove to 
be seminal in differentiating involvement among^our families. While 
none of the parents included, in this report have' a high social status 
in their communities, only one set, the lambertjs, has been hesitant 
to assert itself in the face of professional authority.. In a related 
vein, almost all of our families started out «Hth an extremely limited v 
knowledge of P.L. 94-142; but this didn't necessarily impede their ^ 
activism to get their children's needs met. 
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r Personal/si tuational factors that did influence parent involvement 
include: the social situation of the family, personality of the 
parents, history of relations with the schools, attitudes of profes- 
sionals, the degree ofpemplexity of the child's needs, -clarity of 
diagnosis of the*child < s handicapping condition, parental feelings - ^ * 
concerning adequacy of services being offered', and parental expecta- 
tions of their child. The EUwards case illustrates a number of these 
factors. The Edwards (particularly Mary) are what can be described 
as- very assertive and determined parents. * They demonstrated this before 
Joseph was a year old, in turning down the day training center program 
of their county's Mental Retardation Service Center, expressing the 

feeling that Joseph was functioning at a higher level than the other . 

children at the center. 'Although P.L. 94-142 hadn't been passed at the 
time, and they knew littld^'of Michigan's law, the Edwards report that 
they were clearly aware of -their rights as parents." 

The Edwards have always had high expectations of Joseph, not letting 
his status as a Down's Syndrome child determine expectations of him. 

'They have actively pushed over the years to have Joseph in environments 
that woul^ not prevent him from achieving his potential. Thus, in spite 
of the fact that Joseph has always had excellent services available to 
him, professionals involved with the Edwards have often- felt pushed or 

, pressured— Mary Edwards was always looking over their 'shoulders to make" 
sure Joseph was "getting the best." 1 ' * 

^ Patricia Oliver's case illustrates some of the other factors cited' 
above. The complexity ^of her needs has left her parents somewhat over- 
whelmed, and willing to turn, the job of meeting those needs' over to 
the school and medical systems. On the other hand, Patricia's parents 
have wanted their input taken seriously at decision-making meetings, * 
and have wanted Patricia's problems explained to them in understandable 
terms. Patricia's mother has Rioted feelings of inadequacy and help- 
lessness at meetings, and,a-sense that she was being blamed for some 
of Patricia's problems. Nonetheless, school staff have made considerable 
efforts to understand the Lamberts 1 needs and .concerns. The Lamberts 
are very young parents, with two other -children to take car % e of and no 
financial security; their generally stressful situation has prevented 
them from being as involved in Patricia's case as they would have liked 
to be. 

Helen Farrell's ca,$e provides probably the clearest illustration 
*of the influence professionals' attitudes can have on parent involve- 
ment. The dependency and vulnerability parents of handicapped children 
experience in the face of professional authority has been widely noted. , 
The potential for abuse is great, and luckily the great majority of 
professionals have strived hard to accommodate the new roles for parents 
in decision-making processes. Helen Parrel! 1 s case illustrates how; 
easily professional attitudes regarding parent involvement can be 
devastating to parents and child. Helen's parents and the POHL school 
staff knew that Helen absolutely needed their physical therapy services, 



t 

n, and the POHI staff hung this like a sword over EPPC meetings for years. 
They also all but told the Farrells that they, the POHI specialists,, 
were in the best position to determine Helen's program needs—they were 
trained to know those needs. <Jheir inflexibility prevented them from 
hearing the abundant evidence presented indicating that Helerfthrived 
in -an integrated school environment.- Their occasionally active hos- 
tility to the Farrells caused the- latter great pain; so did the need 
to compromise Helen's academic program for the sake of assuring adequate 
• - physical therapy. The Farrells, who wanted to work with professionals 
to meet Helen's needs, were forced into an adversarial role vis-a-vis 
professionals. 

The Marshall's too have found themselves in a somewhat adversarial' 
role Vis-a-vts school officials, but for a different reason: lack of 
clarity regarding the nature of Barry's handicaps and the most .effective 
means to alleviate them. "The Marshal Is have become increasingly frus- 
trated with the seeming inability of the schools to provide a successful 
program for Barry. This has translated, at least in part, into a feeling 
that the schools haven't consulted, them adequately in seeking the best 
program for Barry. "When they have felt satisfied with Barry's program, 
as tfcey did for a while in the mid-1970s, school officials have pro- 
ceeded to pull the rug out from under them by requesting a review and 
suggesting a new program. While some of the Marshal Is' frustration 
with the schools has been legitimate, some of it is displaced frustra- 
tion over the years of unsuccessful struggle to give Barry the tools • 
to communicate with his world. 

* The parent involvement provision of P.L. 94-142 mandated a number 
of administrative mechanisms to ensure parent involvement in their 
children's programs. These include adequate prior notification of 
meetings regarding -their child's program (planning, decision-making, 
review), notification "before any planned changes in daily or weekly 
program, access-to all records kept on their child-, and efforts to time 
meetings so parents -can attend.* Even more basic,, parents are to be 
1 informed of all the above and related rights for them and their children 
under P.L. 94-142. We have noted a numoer of trends in development of 
these mechanisms in our cases. The trends generally .relate to school 
efforts to satisfy the intent as well as the letter of the law. 

: We have* found that the schools generally do not talce an-active 
role in informing parents of their and their children's rights, although 
.school staff willingly provide information when asked. Most of our 
study parents picked up information on P.L. 94-142 from other Darents 
. of handicapped children, in parent-support groups, or from advocates^ 
"None ofi our parents are fully aware- of all the provisions of P.L. 94-142;. 
some have ful? knowledge of selected provisions, some have a general 
sense of the requirements and intent of the law. 'In 'general, our 
study parents have acquired information on particular provisions .on a " 
"need-to-know" basis: our least active parents probably have least 
knowledge of their rights under the law. (It is hard to know which 
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is cause and which is effect here, although we have found the "need- 
to-know incentive a strong one.) In the area of .informina parents 

* Iu W % the schoolSnave generally met the letter rather than the' 
spirit of the law. * •„ 

In very few cases have the prior' notification or access to records 
requirements .not been met.. In almost all our cases, efforts have been 
made to arrange meetings so that at least one parent could attend - 

• When necessary, parents have been consulted by phone. The intent as 
well as the letter of the law was clearly met in this area. With respect 
to records a more complicated picture emerges. Probably only the Edwards 

- have full copies of everything in Joseph's school records, although 
most of our families have some of the documents in their children's 

HIS;,. ^ h °? Clearly take a reactive Position in this area, probably 
fearing the time and cost involved in voluntarily providing records 
to_ parents.* In a few of our cases, parents have not been aware that 
school systems often have two files on handicapDed children-a. regular 

YJl a, lt\t PeC ll ] e ? ucation fi1e - Thus, they nave sought information 
from what they thought was the only file. Also, not being given a 

toasl! fr ^ fil6S ' S ° me ° f ° Ur parents have lot known what . 

• ro^ e !J erally : 0U * * tu ? y P arents ha Y e beeo informed of evaluations and 
received reports of evaluation findings. In a few instances-most 
notably once in Joseph Edwards' case, and once' in Helen Farrell's- 
evaluations were conducted without the parents' knowledge or consent 

r ™™}y. ar f evaluation findings translated into non-technical' lanquaqe- 
and this has frustrated parents in almost all our cask. Parents of/ 
menta ly impaired children in our study find numerical scores of I 0 , 
•JD.Q. (developmental quotient), or. abilities particularly frustrating 
Mary -Edwards spoke for a number of -the parent when she noted a tehdency J 

IhL mQ uVu aluatl0n r e E orts t0 focus on - wnat Jose P h can't do,' rather 
tnan what he can do (the exception being developmental 'profiles). 

Perhaps the clearest single indicator of the impact of the parent 
involvement provision, of P.L. 94-142 6n our study families has been 
the^nature of-the process of EPPC ? IEP, 'and IEP review meetings. The \ 
pPC meetwg by its very nature is extremely stressful for parents. 

t^,nn e, l SI?" * mth * r has noted " a 9 rouD of professionals ar* sittina 
• around a table discussing tne future of your child." The professionals ' \ 
control over that -child's future, their authority and status! and Their 
"^ e ^-- o ;j Parent is usually surrounded by five or six professionals- 
make it difficult for parents to assert their perspectives. j 

* ' ' in ^l- 0 ^^ P atterns . of .interaction was evident at* most EPPC meetings. 
In the first the parent is an integral part of the. discussion,- period- • 
ically .commenting on the issue of the moment,. In /the other, the pro- 
fessionals present and discuss-material., with the'parents remainirfg 
large y silent; then,, at some. point, an advocate or one of the profes- 
sionals asks: "What do you think, Mrs. and Mr. *»" The 
reasons for the presence of one or, the other of these two patterns 

— » 

/' ' ' ! lLi S ™ po T tant to note that.under the Act schools must inform parents of 
rt their rights to see their child's records, but are not required to furnish 
ERIC 9 * ' TI ^ S 9 react1ve P° s1 't!on meets the intent of the Act. 
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can be found in the structure of the process outlined by the EPPC 
iChair, in the Professionals' level of awareness of how/the' parents 
might be feeling, and in the parents 1 own sense of thgirVole at the 
meeting/ ■ \. 

The general stages of 'almost all EPPC meetings, except f\r those 
involving grievances, problems >n program delivery, and related special 
matters, are; presentation of evaluation and progress reports, laying 
out of program options for the future, discussion of the options, and 
choice of one of the options. At some meetings a child's eligibility 
for special education services under one or another category will be 
discussed, approved, or re-confirmed. This general meeting structure 
tended >q. a*ll our cases to .leave parents silent for the first half of 
the EPPC meeting; therefore, the first interaction pattern described 
above has predominated at most EPPCs. The exception occurs when parents 
are invited to share their perspective on a child's progress, or when 
the parents insert themselves into the presentation. Sean Gilbert's 
most recent EPPC illustrates the former: at thcrt meeting his mother 
was asked to and in fact showed h&r perceptions of the gains he had 
made at the county TMI/SMI center, and the- nature of his behavior at " 
home. 'The latter exception—parents inserting themselves into the 
presentation— has occurred in at least a few of Joseph Edwards' EPPCs. 

The Edwards in fact have developed a number of strategies to assure 
that they are given an active role to play at EPPCs. They prepare for 
these meetings extremely thoroughly, including thinking through what 
they Want for Joseph, how to" negotiate, 'and the reasons for their 
positioh. Professionals are aware of their preparation. They have 
had independent evaluations done which they had a role in presenting. 
They* let meeting participants know that they, the parents, expect to 
have ao active role. ^ They generally bring on advocate to add some 
balance to the "parents' side" at the table. And they are persistent. 
They have generally been very successful in getting the placement they 
desired for Joseph. ' 

We have found that when parents aire asked, concrete, specific 
questions, and share concrete information integral to decisfon-makina , 
then they are truly involved in decision-making. Also, when it is " \ 
apparentrthat the professionals at the table are actually listening to 
and considering what the parents are saying, afid are not just being - 
polite, then the parents are truly involved in decision-making. Uhen 
the school psychologist at Joseph Edwards most recent EPPC asked the 
Edwards' not to just note what they wanted but to explain why they 
thought he should be in a regular first grade class, the Edwards made 
a fundamental contribution to that meeting. Unfortunately, parents 
are tot) fearful and professionals too i/nsure of how to bring parents 
in to the discussion, in most-cases. < Thus, integral involvement of 
parents in planning, decision-making^and review meetings is one impact 
of P.L. 94-142 yet to be fully felt. 

The most problematic situation at EPPCs is when^all or most of the 
professionals agree on one placement or program, and the parents want 
another. This situation has ipt,been infrequent in our cases, expecially. 
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Joseph Edwards', Helen Farrell's and Barry Marhsall's. The Edwards 
have usually got what they wanted. The Farrells have had to compromise 
(until this last year's EPPC, when preparation, the presence of two". • 
advocates, and the .presence of thi^.study's staff taping the meeting, 
led to the Farrell's getting what they wanted). The Marshalls have 
generally not got 'what they wanted; they have had to resort to due 
process mechanisms. Why disagreements sometimes lead to compromise- 
sometimes, to 'parents having their way, and sometimes to due process 
proceedings is hard to .say.- We have noted' that the Edward have always 
known what they wanted and been well prepared. In addition, profes- 
sionals have always been accommodating with them.' In the Farrells' 
.case we suspect that. the. mutual awareness of how strong feeTings'were 
on each side led to compromise; the situation was' only just in- hand. 
Also, the evidence that Helen "could function well in an integrated 
setting was always there. The Marshalls resorted to due process, we 
suspect, out of sheer frustration with the schools' inability to help 
Barry progress; it was -the only means of protest' they were aware of . 

All of our study parents are significantly more involved*™ planning 
for and deciding about the educational program of their handicapped 
chi dren than they would have been if their riahts were not defined 
i"i *a i?o Cause t - he cnan 9 es ^relationships mandated and implied in 
P.L. 94-142 are fundamental, it is easy to understand why both parents 
and professionals- are still struggling to come to terms with those 
-changes in late 1980. The import-ant point emerging from the evidence - 
in our cases is that, except in rare instances, they are struggling 
As p^ren^haye tecome more involved, tdo, this iffi/olTement has both 
enhanced their sense of self a* decision-maker, and'led to more 
effective programs .for their- children. 

. ' • < \ ' 

Confclusions V - ' 

In examining the impact of P.L. 94-142 on nine handicapped children 
and their families living in one county in Michigan, we have- by no means" 
provided a vehicle for. surveying the effects of that law on the general 
population of handicaDoed individuals. Rather, we have provided a 
vehicle for a small humoer of families and 'those servina tnem to snare'' 
their experienc.es in coming -tcT understand their rights and responsi- 
bilities under the law, and then attempting to translate that under-' ' 
standing into new patterns of behavior and interaction. The stnenath 
.of. our study has been in the aeDtn to which we nave nad the opportunity 
?o go, thanks. to the openness and .sense of responsibility of both • 
parents and professionals. 

We haye'come to agree with Edwin- Martin, after working with -our, 
case families -for two years, that P.L. 94-142 is indeed the most im- 
portant legislation for -the ^handicapped, ever passed. We have observed 
firsthand the human impact of that legislation. Pa infoiT adjustments 
.have had to be made. Rights spelled out in the law have still had to 

f. • • 
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.be bought for, in some cases. Resources haveuh'ad to be found by •» 
school- districts to meet new responsibilities.. Teachers h§we had 
to find ears .to l^ten to parents, and parents words to express tbei 
ideas and feelings. Handicapped children have found themselves, iri* 
a.t least some cases, morejclearly in the mainstream of educational 
and social life. •' 1 
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Executive Summary 



Overview * • % , 

• ' .this report presents selected findings of a-two year s.tudy that was 

Ha'ndical^d " ^ ^ ° f P ' L < ?*-'*2.-™» Education For AH 

.Hand, capped Children Act, on-hand icapped children and their families. _ 

caSoed^Mdr n h S ' mPaCt '! ^'"^ by the Wa * Jnstitutrons serving handi- 

thelr?fLm!l e ?? n V St ? d of handicapped children aged 5 to 10 and 

the. r. famj.es, living ,<n one county in southeast Michigan. We followed the 
Children m-depth as they negotiated the world of schools, hospitals clinics 
and o her mstitutnons serving handicapped children in various 'ways!' The 

condit^ eP h re d ent 3 ran9e iQ natUPe and s *™ ] * ° f - handicapping 

veVv SSsl l ar v 9 educa 5' ona '"and related service needs; and came from 
stuov Z Zt C ° mmun ' t,eS m s ' 2e ' wea, th, and resource availaWlity. In our 
study we interviewed. parents, teachers, therapists, physicians school 
administrators, the children's evaluation teals, Mothers " We oose ved the 

re o tT IeP h a e I r wH r^ Set H t|n9 ^ evaluaf.on document, 

mee^in^ I P *ntten f . and other relevant documents. And we attended • 
meetings where decision-making about educational placement and program 
plann.ng took place.. Through this multi faceted data collection we tried to 
understand responses to the major provisions of P.L. 9^7^ though the eyes 
of those affected in various ways. n. - ^ 1 

case I5ud^l I rt J eP ^ rt I™" 1 Wh ! Ch thiS summar yNs abstracted .contains in-depth 
3 hil t L S '- X ' ° U " StUdy fam '<^s>^d examines implementation 

of five of the major requirements of P.L. 94-l*2>Wect ion in evaluation 

r r Vr>. P ?t da i proce55 > individualized educational programs, 

r!^r/ 6 i * e - aP ^ rj ^L! ate envi ' r °™^> and parent involvement.* The 
ourLjI S ?. C °h ta '" ^T^ ate ana '^is and synthesis of th^f-indings from 
our cases m the 9 reas of least restrictive appropriate enviromS^nd 
parent jnvo ve«t.- We chose, thes* for spec'i al analysis because tne/>e 
two part, cujarly complex and crucial provisions of the Act, and because our 
i!";" 9 ? tneSe areas were Particularly striking. It is this analysis, 
along with pur most .important general finpings, tb*t is presented in the 
current summary. • , , ^ ■ 

iThe interested reader will be able to. secure the full report thVough the 
SV st <W < n 'ate winter 1981, or. can write to the authors to receive " 
a copy at cost. .The report is 125 pages. 



The Educat ion For Al 1 Handicapped, Chi Id ren Act: In Brief 

#~ - 

The Education For A1J Handicapped Children Act of 1975 *P L 94-142 
has been described by Edwi n -Mart i n , Assistant Secretary for Special Educa- 
tion and Rehab i 1 i tat i ve Services, as the most important legislation for 
the hand, capped eve/ passed. Its central pYovisions, in their interpreta- • 
t.on and implementation, are beginning to have a significant impact on the 
nature of education for handicapped children and youth. These provisions 
include: (1) tfhe right of all handicapped children aged 3 to 21 to a 
free appropriate public/education 1 ; (2) protection for handicapped children 
in evaluation procedures- the rught to nondiscriminatory, fair, compre- 
hensive e.va-1 uat ion for purposes of classification and program development; 
J3J due process safeguards foe handicapped children and their families 
including prior notice of meetings; plans, or changes in a chi Id' s 'program,, 
access to a child's records, a time frame for the whole special education ' 
process, and procedures for protesting decisions; f(k) the right for parents 
and others to participate in decision-making processes; (5) least restrictive 
appropriate pi acement-the right of every handicapped child to be educated, 
to the extent appropriate, with non-handicapped peers; and (6) the right of 
dvery handicapped child to have an individualized educational program. 
These provisions shape a mandatory process of planning, decision-making 
program design, implementation, and review. P.'L. 94-142 also authorizes 
funds to contribute to the local cost of implementing the above and related 
provisions. * • 

, » 

* f 

\ 

A Note on Michigan's Special Education Law 

^ "Michigan has had its own special education law, P.A> 198, since' I973 
This law was designed to be implemented immediately, and by 1976 most local 
education agencies in Michigan were making serious attempts at compliance. 
P. I. 94-142 and P. A. I98 are quite parallel in their intent and most of their 
provisions. However, Michigan's law differed from the federal law during the 
years of our study in two notable respects (one of these-di fferences has 
since been atidressed). First, the state law mandates services for handicapped 
children from birth to age 25, while- the federaj law mandates services from 
ages 3 to 21 (state law permitting). Second, until Fall I98O Michigan had 
a two-stage process for developing each child's Individualized Educational 

'fvolrT the f ' rSt WaS an Educationa ' Planning and Placement Committee 

<EPPCJ, the second was an IEP committee. The federal law mandates one 
process, and requires placement decisions to be based on the l-EP. Michigan . 
this ; Fall, created a new decision-making mechanism, which meets the mandate 
and intent of the federal law. 

• The findings from our cases thus reflect the impact of Michigan's special 
educat. on law at full implementation, and P. L. 94-142 at an early stage of 

^he age range, for children mandated to be served is the only provision that 
is superceded by state law; thus, only states mandating services to 3-5 
and 18-21 year olds must comply with P.L.^94-142 in this area. 
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Procedures 
* and 
Programs' 



implementation. Because the tw6 laws are similar in intent and procedures 
outlined, it is possible to view our findings as indicating the impact of 
P.L J . Sh-]h2 at relat^ely full implementation, since the state law has 
been at work for five years. 

Institutional Responses to, the Act; 'Central Findings from our Cases^ 

• Response to the Act has beSn much greater in educational 
agencies than in non-educational agencies, as might be 
expected. Central elements of P.L. 3k-]k2 that have come to 
shape the educational process — for example, parent involvement 
in decision-making*, service in r thre -least restrictive appropriate 
envi ronment--have not influenced the medical, social welfare, 
and mental health service systems. Thus,, families experience a 
discrepancy in treatment from service system to service system. 

• The state, the county and local districts of our %tudy children 
have developed a more formal, consistent, and comprehensive 
educational evaluation and program planning process. Procedures 
from district to district are*more consistent than historically. 
Monitoring of program implementation has remained a difficult 
process. 

i * 

# • P.L. 94-142 has Jed districts to develop a wider range of place- 
ment options for our study children and their handicapped peers. 
The development of these* nefo options has generally beren in thet 
form of adaptation of existing programs, or new ways of using. 
^ such programs,* not creation o,f new programs* * \ 

A broader base of educational evaluation information is considered 
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in determining eligibility and program design for our study 
chMdren under P.L. 94-142. Adaptive behavior and functioning 
scarry greater weTght than in the past, and a broader range in types 
of evaluation instruments is considered appropriate. 

The- regular and special education service systems in the 
districts of oar study children are very slowly developing 
mechanisms to work together to share resources, plan, provide 
mutual support, and so on* Mechanisms £et developed when problems ; 
become urgent. Developing, formal procedures for coordination 
appear to be the resDons ioi 1 i ty of special education administrators, 
many of whom are^ovej- loaded wi th . mon i tor i ng , compliance and related 
paperwork. i 

The county in which our study children live has not yet developed 
an adequate continuum of services at the preschool level for handi- 
capped children. Particularly lacking a-f£~ma i nstr earned options 
supported by the public schools. These options exist among private 
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service providers, " but there has been no support for them by 

LEAs or the county. . r . ' , 

• In general, the educational evaluation and program planning 
proce^ has been expanded quite significantly rn the last few 
years, but actual classroom programs have changed much less — in 
kind and structure. The effec't of tfiis can be likened to putting 
a .high-powered new engine in an old car body:, pressures for 

^comprehensive and individually appropriate services have increased 
more than the availability of of those serv'ices. 

Roles and • Special and regular educators involved with our study chi ldren 

Respons .biht.es . have generally made concerted efforts to accommodate to their new V 

roles vis-a-vis each other, and in relation to parents^ 

• Re 9 u - ,a r educators are slowly and painfuHy gaining the confidence 
and skMls to work with handicapped children and their families 
while special educators are-going through a lot of self-evaluation 
concerning tfiei r role in educating handicapped children. Special 
educators are finding' it difficult to acknowledge that regular 
educators can competently meet the needs of handicapped children. 

• Most professionals [are honestly struggling to' accommodate and be 
responsive to parents' 1 views, although communication frequently^ 
remains formal and superficial 1 

' ■ ■ I . ' ' ■ 

• Some of the behavior we've observed i n profess iona 1 s 

working with ou/r study ch i ldren is survival behavio'r; responding 
4 ^? "?>" demand s/ pressures-, requirements, at the same time con- — 

t.nuing'to meet traditional demands and pressures, a'nd maintaining 
patterns of behavjoV in 'use for years-. 

inStl tut ' onal Responses- to the Act: Problematic Aspects 

V- • There continues to be very "little coordination between service 

systems serving handicapped . chi 1 dren . Wbjle the Act implies that ' 
the education system is the lead system, t.he medical, mental 
health, and social welfare systems continue in' their ojd patterns 
- ". '• °f service, frequently undermi n i ng' the intent of P.L. 9^-142. 

* * 

\^ • , • While P.L. 9*1-142, through its mandated^procedures , has improved ' * 

■.- , " the effectiveness of the special education process as a whole, ' 
*,. there remain gaps and irregularities in- the process that under- 

mine th,e .effectively working elements. Identification, for 
. example, proved to be an extremely haphazard, traumatic* and 

sometimes destructive element of the 'process for some of o'ur study •<> 
children. In half our study cases, parents'had no guidance on 
what, to do next after learning that -their child was 'hand i capped. 
Who the parents contacted, or who happened to recommend somethin 
*. * * 5 ** « *■ - 
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determined the experiences that followed. Monitoring of program 

implementation, and then adjusting the'program pi«ces to reduce 

stresses on the children, v^s another element missing from most 
of our study children's programs, 

• In a few of our study cases educational institutions responded to 
the mandates of P.L. 94-142 only^hen pressed to do so by parents 
or county compl iance* off icers. They implemented only those 
elements of the Act that they were, pressed to jmplement. 

• The Agt itself provides no guidance to admini strators,, teachers, 
^therapis^s, parents, and others to figure put how to re-align 

relationships, roles, respons i b i 1 i t i es--nor coi/l d it. "Nonethe- " 
less, thfe human and individual responses make up the quality of. 
implementation, ^hus, differential response make the quality of • 
implementation appear to-^/ary significantly from district to 
district, and some'times school to school. 

Implementation of the Central Provisions of the Act 

While we will present in detail our f ifTTTngs^^ restricti 
appropriate, environment and parent invoW^ent, we afe Inciting our central 
findings in the areas of protect i(ffi =5 1irevaluation proceW^s, proc^iupal due 
process and 'deve^pment of an individualized educational program/^ 

i • Procj^ural *Due Process : The school districts in our study were 
^ generally very passive in informing parents of their own and 
^ their children's rights under P.L. 94-142 (the^Act do.es not » 
' require them to be active). Parents uniformly received prior 
notice of deciston-making meetings, and permission was sought 
% to do evaluations or make program modif ications. But mostof 

our parents learned about their rights* from other parents or 
advocacy groups. Due process procedures were only resorted to 
once in all^our cases; nonetheless, their existence modified the 
decision-making process fn the manner of making professionals 
r more responsive to parents 1 feelings, 

* « 

Protection in Evaluation Procedures : The county in which our 
study children 1 ivi is rich in diagnostic services and profes- 
sionals. All our study children have had fair, thorough, and 
mult'i -faceted evaluat ion % over the years. This provision of the 
Act was very useful in that sense. Nonetheless, in most of\ our 
cases a different kind of constraint in this' area emerged: 
evaluation' findings were frequently not helpful in pointing < 
vto a particular program and 'placement option. The nature of 
data from evaluations frequently tffdn't resolve placement ques- 
~ . tions; other informatipn had to do that. Also, available / 

evaluation instruments don't seem to yield clear, useful . 1 

information on prognosis or program needs for young children* 
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A moYe minor but persistent problem was the continued use of 
unnecessarily technical language in evaluation reports. In 
a number of our study cases Darents and professionals used • 
* k V ?J U k t i 0n findi - n 9 s " t0 P rove ° r defend a position they already 
. held before the findings were,,-presented (parents used indepen- 
dent evaluations thus). 

/ 

• • 'ndividuali zed Educational Program : The main implementation 

issue for many of our study cases in this area was a tendency * 
for specific objectives to be stated rather briefly and super- 
ficially. Teachers might do detailed planning, b'ut -they 
generally did it after^the I EP was signed. There was a feeling 
that parents didn't need to be in on, and wouldn't be interested 
in, all the pedagogical details. 

Findings Regarding Least Restrictive Appropr i ate' Envi ronment 

m We found significant variability within our sample^ in interpretation and 
implementation of the least restrictive appropriate environment (LRAE) 
provision of P.L. 94-1*2. By variability we don't mean actual placement- ' 
this obviously woutd vary from child to child; rather we mean the assumptions 
and evidential factors brought to the decision-making process, and the way 
options were .considered^. Factors influencing interpretation and implementa-' 
t ion of LRAE in our study cases included: availability of resources and 
services; historical organization, roles, and patterns of service provision; 
the unique portrait of ability and need presented by each child; the ' 
pressure to dreatea new educational decision-making process with nev/Vules: ' 
lack of a commonly held set of goals for educating individual children in 
our sample; and lack of a clear definition for the term "appropr 'iatei 1 . We "" 
foundthat special and regular education teachers, therapists, school 
admin .strators and parents are all feeling strong pressure to implement the 
LRAE provision of the Act; bufthat nothing in their previous experience 
has prepared them for this task. Nonetheless, wi thin- .constra ints imposed 
by extremely,., limited resources, both professionals and parents-are committed 
to the^concept of placement in the least restrictive appropriate environment, 
and many felt this concept to be the heart of P.L. 94-1*2.' 

Our findings In the area of LRAE included some central tendencies and , 
trends as well as significant variability in interpretation an<f implementa- 
tion. Some -of 'the consistent trends, across all our cases, were: fc / 

<• in placement deci.s ion-maki ng situation*, consideration of 
more options, that is, a wider r3nge, than would have been 
considered even a few years'agp; * 

' I - * • i 51 

• a general sense that mainstreaming was the philosophical, 1 
if hot the actual, »goal for placement for.our stuefy children; 
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at some point, for all our study children', considerable 
negotiation between parents and professionals concerning 
what environment is least restr i ct i ve N yet st i 1 1 appropriate; 
and 

• a tendency on the part of parents of mildly or moderately 
handicapped children to push for a mdre mat nst reamed 1 program 
than professionals involved felt was appropriate. 

With respect 'to the specific factors influencing interpretation and 
implementation of LRAE we found the following: * 

Availability of resources and services ; The county in which our study 
children lived offered a wide range in types of classroom jprbgrams and. 
supporr service options. In general, this plentiful servijce availability 
created a context. of flexibility, and a sense that an appropriate classroom 
option could always bfe found somewhere for a particular cHi Id. Adequacy of 
resources and options created room for negotiation betweeri parents and 
professionals, because the situation was rarely so delicate that a child might 
not receive any services. ^ 

Nonetheless, the effect of high county-wide service availability was 
very different in small arid mid-sized districts' in the county. In small 
districts it had little effect on range of local , placement options available 
to handicapped children. % !n fact, plentiful services in the few .largest of" 
the county's ten districts acted as a disincentive for the majority "of small * 
districts to develop in their own schools a continuum o,f classroom placement 
options. Thus, children and their families haji x to adjust to what was avail- 
able by traveling to placements far from home. < The problem of small dis- 4 - 
trfcts providing an adequate cqnt inujum of placement options to* a small number 
of children, with a variety of handicapping conditions Js a difficult one. , 
Its resolution should not fall on the shoulders of chi 1 dren . themsel ves and < 
their families. Yet fragile education budgets "in the small districts involved 
would have been significantly disrupted by even marginal redistribution of 
rpsburces . 

In the larger "di s-tricts m the county there was frequently significant 
pressure on study chi 1 dren to.use the v4l 1 -developed special educat i,on ser- 
vice system fujly,'.even when parents wanted to , use only selective elements 
of the system, and there was evidence that a child was functioning well in 
regular classes. * l/i two of our nine cases there was significant pressure on 
the families to ha*e their child placed in a self-contained special educa- ' 
tion class, because ^the specially trained teachers would be. best able to ' " 

provide an appropriate program. In one case it^was clear that the child 
was thriving in a' regular classroom setting; Irv the other/, the issue' was 
*givrng a Down's Syndrome child at leasf a chance to make it in a regular 
class setting— not* # to pre-judge the. chi Id 1 s functioning based on a label. 



. !Y P l!j?,? f p,entifu] - s P ecial education services, the county in which 
our study (children lived offered no mainstreamed publ c preschool options 
Anu.ber.of study children would have.benef i ted fro. such' c "ttn , a ho gh 
a few others were quite effectively served in available self-contained 
programs. Because public schools don't provide a regula p reschoo tnat ' 

and nte e nTi: S d a f OUn ?r;° n ^ 9 mainstrea - ■ Progr^ the K„ 
schools ls . dlfflc "'t to achieye at the preschool level through public . • 

' D m..H ,entifUl re9i0na ' avai,abili ty of special education services thus' 

achievement "of *LRAE V 3 neCeSSary = ^ " 0t Sufficient ' edition for 
services 2?tJi„ Jif" 9e °? ra P mc and age-related distribution of' 

serv.ces within the county, and mordinate pressure to use services fully 
in a few cases, constrained achievement of LRAE for some of our study children 

Historical organization, roles and pat terns of service prnvi.in n- , 
Histoncany separate, uncoordinated speci al and regular education adm in stra- 
t.ve and service systems; and specialization and fragmentation of roles and 
programs w.th.n the special .education service system! both influence nter- 

£ " ""Plantation of the LRAE mandate to various extents in our 

wnere chMdren had". ^ a P art ' Cu ' ar ' v strong influence in the cases 

JZr.l, ) i <™lt,ple, complex service needs, or were in shared-time 
programs involving regular and special education classes. 

r.n J- 6 LRAE ^ ndate C " eated OUP Study cases ' a riumber of situations 
requ.r.ng coordination. These included: procedures for and actual extent 

thro°T n ; C ^r ar ° Und ^^.'neeas of individual chi 1 dren; he working 
through of lEPs that described mutually reinforcing components of a "total 
program; consultation time and technical assistance for regufar classroom 
ihSl : -T^ Coordlna tion for children in fchared-time programs involving 
of TeTf Lot H Pe9U a ; ^ SPeC ^ educati °n classes; genuine integration 
" SPeCJa ' eduCation clas ses Into the life of their schools; 

ofeach o?her f ?n P neTroles^ ^ *° * 

We' found that time pressures and role expectations among both special' 
iTr'JTr I h Cat u PS made r ° Utine ^-"dination difficult', even when both 

had th ' n th6 - Same SCh00 '- Yet b6CaUSe a number ° f study children 

.had three ofWe major transitions in classroom setting on a daily basis 

cll^m^r e K C h 0rdinati ° n was . ^entlv needed to ease the adjustment to new " 
classmates,»behav.or expectations, academic expectations, curricular. content 
and so on. In the instances in our study when teachers could make connections- 
w.th questions illustrations,- activities following a ■ common theme-we . 
observed the children to adjust more quickly. 

JEP committee meetings, and IEP reviews, created opportunities for 
coordmat.on; but the* were less routine and had much less effect on the 
daily environment experienced by children." Also, the tendency in many IEP 
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meetings was to add pieces of a total program together like patchwork, " 
rather than to build toward a common goal or design. We found- a hierarchy 
of influence. limiting g.ive and take 1 in I EP, mee.t i ngs , with special educators " 
saving a more dominant role than regular educators. 

I - 

A central constraint to achievement of LRAE for our study children 
Being educated largely in mainstreamed envi ronments-four ,of our nine 

. children-was lack of preparation and ongoing support for the regular class- 
room teachers serving the children. Both psychological (that is, enough * 
knowledge and time to adjust to the idea itself) and technical preparation 
Would have been usefuj i, accord i ng to these teachers. Nonetheless, special 
educators in .the relevant d i s t r i cts . had neither, the time r or the training, ' 
tp work in a technical assistance role with other teachers. The quality of 
t.he mainstream experience for our study children was determined largely by 
the personal qualities-initiative, coping skH Island so on-of the c 1 lass- 

- room teacher struggl ing.him or herself to find a way to meet the handicapped 
cji i Id's, needs . , 

Lack of coordination was found in our study to be a problem wi thi-n* the 
special education service system, as well as between special and regular 
education systems. Specia 1 i zat i on. and fragmentation of roles and program 
design caused children to be served, in a few cases, in three or four 
extremely ^different special education environments. For example, one of our 
study children participated in EMI andEI programs simultaneously. The ' 
environments in these two class sett: i ngs were different in behavioral and 
•■academ.c expectations. More commonly, children had speech, occuplt ional , or 
physical therapy, or teacher consultant services that simpry were not 
coordinated with the. Tain EMI, El, or POH I classroom program. Most special 
education .eachers working with our study children have-been trained- to focus 
on one, or at most two, handicapping conditions. While they focused as much 
as possible on. the total child, their special ized training had<a strona 
influence on the ways in which they i nteracted'wi th study children. Most 
of the special education teachers and therapists working with our study • 
children made efforts to find time. to meet together to coordinate progr-am 
components— but these efforts were informal and ad hoc. , ' f 

; The extent of a continuum in' institutional setti-ngs available for D lac— 
men* .also affected .provision of least restrictive appropriate environment >' 
for some or our- study children. ,| n terms of institutional settings our 
study children and their parents were faced, in a number, of instances, with 
•"If i * choices, for example" between the county POH I center and a 
regular classroom, or between the county TMI/SMI center and an EMI class- 
room rn a regular school. There was, for example, no POH I classrooms in 
regular schoo s in most of .the districts in the* county, and' no TMI/SMI class- 
rooms m regular schools. There was then a stark choice in institutional 
settings for some of our study children: from largely mainstreamed to 
physically isolated. In a few- of the districts in the county the need for 
building more options into the continuum of settings aval Table has begun to 
be addressed in a rew of the districts of our study children-for example, a 
new POHI fac.l.ty is being built, attached to an elementary school, a class 
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for severely, mental \ impaired children has been opened up in one district 
in an elementary setoff. Thus, the building of a cdntinlium is slowly being , 
forged. Meanwhile, Tt depends where a child liyeY in the county whether he 
or she will have access to new choices, 

9 

Coordination- between special t and regular education service systems, 
specialization and fragmentation of roles and programs within the special . 
education service system, and extent of continuum in institutional settings, 
were alj factors that influenced coherence' among a particular child's edu- 
catlonal environments, and therefore their restrictiveness. * We came to 
discover in pur. study thft coherence of a child's total program is a crucial, 
albeit problematic, element of LRAjj# ( The problems evjdent ir? our study of . ' 
lack of coordination among program elements,- and between environments serving 
a child, suggest to us a tens ion- between the necessity of certification and 
classification and the 'intent of the Jeast restrictive appropriate environ- 
ment mandate. Certification and classification are exclusionary, apd appear 
to just ify maintenance of a separate/, spscial i zat icn-ba.sed service system 
for handicapped children. The intent of LRA'E is incl^fonary and integrating. 
Sorting these contradictory pressures out was a continuing concern for many 
professionals, agd parents, in our study. ^ 

The program and placement deqis ion-making process : We found in q«r study 
that the position, or point of departure, from which decision-making meetings 
began, the openness of participants to each other' s, views,' and the actual 
process itself leading to decisions, al 1 influenced the way LRAE was inter- 
preted for a child. Related to these, the general lack of a commonly held 
set of goals for educating particular children, and lack 'of an operational 
definition for the te«pm "appropriate made the process of arriving at con- i 
sensus more difficult. 'When dec i s ion-makj ng meetings began with no conclusion 
already drawn by participants about most appropriate placement, parents ana 
' professionals-were less likely to feel "railroaded" by the process of choosing 
an option. Also, advantages and disadvantages of any particular, placement 
option were more likely to be brought but. In a related fashion, when parents'* 
and professionals' perspectives^ LRAE for a particular child were given 
equal weight, and considered seriously, consensus on a particular program and 
placement was more likely to be achieved, and. a reasonable placement decision 
(or compromise) arrived at. Because there was usual ly a gooa deal n;ore con- . 
sensus among professionals than between parents and profe c ss ional s "i n most of 
our study cases, professionals' consciousness of the sens i tive 'use of their 
.authority was critical to an open decision-making process. 

.Formal procedures at 1RAE decision-making meetings tended to constrain 
full parent participation in discussions. At most meetings evaluation findings 
were presented , school progress in various areas rev.iewed, and options laid • 
out for the coming year, all by professionals, before parents even had a 
Clear role to play at the meeting.' Only in the few cases where parents were * ^ 
explicitly encouraged and asked to share their perspective were parents active 
in the first part of meetings. « 




Lack of commonly held goals for the education M p&jicular children/ 
and lack of an operational definition for the term "appnSpriate" in P.L. 
94-142' left those participating in LRAE dec i s ion-mak i ng ' meet i ngs with few 
objective criteria to evaluate various placement options. For the majority 
of children in our study it was not immediately apparent that a mainstreamed 
or self-contained placement was appropr iate—choice depended on the* short 
» and long term goals formulated personally by parents and professionals, 
the quality of alternative environments under consideration, and the way 
individuals' interpreted appropriateness. Because participants frequently ' 
brought differing expectations of the purpose of children's education to 
bear on decision-making, and had a stake in different possible outcomes 
' (e.g., a' special education would want his or her service system used), there 

was in our study wide variab M i ty in the way appropr 1 i ateness "was defined, 
within and across cases. 

■ *> 
The child's handicapping condition : Each child in our study presented 
a distinctive portrait of abilities and disabilities, a unique style of 
* adaption to his or her handicapping condition. A number of aspects of this 
portrait were found in our study c§ses to influence interpretation and imple- 
mentation of LRAE. These included: clarity with respect'to cause, diagnosis, 
and prognosis for a particular child's handicapping condition; presence of. 
multiple handicaps;, ease of classification under a particular program label; 
degree of consensus on a child's nam programmatic needs;' and a child's adap- 
tive responses to his or her disability- ' 

In two of our cases lack of clarity as \t> cause, d iagnos i s ^and prognosis 
for a particular child's handicap led to shifting classifications, determi- 
nation of educational needs, and program designs over the years', 8oth these 
children have been thought to be edycable mentally impaired and learning 
-disabled, at one point simultaneously^ For both, it has been hard to ascer- 
tain thfe causes of their learning problems. In the case of one of these 
children ^his IEP committees continue to experiment with, new placements after 
five -years of searching for an appropriate environment. 

B For multiply handicapped children in our study the difficulty in inter-' 
preting least restrictive- appropriate environment has been in sorting out * 
and prioritizing the behavioral and educational impediments to optimal 
functioning^, 'and .designing a program tnat provides the optimum treatment for 
the greatest deficjt. It has also meant identi fy ing the disability that might 
be at, the root of other problems. 

Determination of a child's ma i n "programma t i c needs often involved con- 
sideration of tVade-offs 'in program focus in our study'cases among different 
t aspects of a child's development. This was especially true for multiply 
handjcapped children, but was a factor in decision-making for almost all 1 
- study ch i Wren. Although cognitive, socio-emotional and physical development 
are in actuality closely intertwjned, in a number of our study cases choice 
, of ope or another placement has been seen to mean enhancement of development 



ERLC 



4 0 



districts, even when appropriate. y 

educattirneed!""! 6 f.'^V ^ r0,e ,n definin 9 ^ or her own 

frsr h k • sne was , reeling in particular settinqs. Esoeciallv 

for the n, Idly to moderately impaired children in our udy each cS Id's 

uber;^e e ,: ttitudina, / nd behaviorai resp ° Mse > ^ ^Z\Zo b Z til 

label solely, suggested appropriate placements. ... ^ ecziye 

Parent Involvement 

on thlee ^ ' / e 9 a rd 1 n 9 P a . invo l ^ment in our study cases -shed light 

on three central Issues: the implications of genuine versus, cos.net ic Daren*- 

ZllTZll tt L a r° rS , di h ff ^ en I. iat . in ^^ e wa 9 y various U?™sel e ~ 

s jnder the Act; and the ,mp 1 i cat ions School systems taking- either 
a pro-act. ve or reactive stance Jn informing parents of their riahts and 

X? S b ,it r - ThrSaded thrOUSh tKeSe was the o en c 

hafco *h a J t ! tUdinal ad J" ustment P**ss that parents and profe's oVa* 
had to go through >n meeting new responsibilities under P.L. 34-142 

Darenlrh^ °I' f ^° rs . have differentiated the way ouV various study 
parents have used , the r r qhts under P L qA-iii9 .* ;i Ft ; f „^ •,/ . 
fa-tors „tpm=i ^^ • V ; y 'nsti tutional/environmenta 

I rh the P? rtlculap s of the situation; and individual factors 

such as the status, backgrounds, and personal 1 ties of the part s 

! ;; y ;^ Particular family's relationships with the sch ? oo an ne 
nature of a particular child's needs. Institutional factors, drew parens 

"eTcKNdren ""»'-.-« "ot activist oeca„,e qu I te - assert i ve to Jotect 

On the other hand, in one case in which the, child involved was arau'ablv 
v"y active 7o7 ^ ^ ° f *™ '""H™*' hit parents ol ayec a " > 

f^-^i j.rr.' , , ' reany trust profess i ona I s judgments, and had a 

£jW , 2^ , L*»!f profess lonajs 9 Thei'r.actlvis. 



k * i 7 " ,iS,aj,uun w,cn professionals. Thei 

£«2r?%^h -° n J*?!? ' SSUe 3t 6Very ,eVel ° 7 Vision-making with 
•In ItHM • Ch ' ,d S Pr °9 ram -" ln another.case, continuing difricufty 
in ascertaining a particular child's capab M i ty* and needs over a period of 
years.kept parents involved at a high* l^vel in'pnogram deci ston-ma'king , ' 
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Two factors that we might have expected to clearly have an influence * 
on parent involvement— social status of the family, and parental knowledge 
o.f .the provisions and intent of P.L. 94-142— did not prove to be seminal 
in differentiating involvement among our families. While almost all our 
study families started out with an extremely limited knowledge of P.L. 
94-142, this fact never impeded parents' willingness to assert themselves 
to get their children's needs-met. Intact, parents frequently familiarized 
themselves with the major provisions of P.L. 94-142 6nly when they had to ' 
take an active role in decision-making. Even then, parental knowledge of 
their rights was often .inexact or vague. Lower income, ll Blue-col lar" 
parents were generally just as wi 1 H-ng to engage the schools in battle 
when the situation called for such a necessity as higher social status' 
parents. The former were also just as interested in monitoring their child's 
progress as the latter. Personal or situational factors that most clearly 
influenced parent involvement included; personality of the parents, history- 
of involvement with the schools, attitudes of key professionals, clarity 
of diagnosis of a child's handicapping condition, and,, as discussed above, . 
parental feelings concerning adequacy of services offered 

• i ' 

•In general in our studycases, when there was deeper parent involvement 
in various aspects of a child's program, regardless of the motive, there was 
more^ tens i on between parents' -and professionals. The reasons for this increased 
tension included: a feeling .on both sides that the old rules no longer applied, 
bifc no one yet knew the new rules well enough to feel comfortable with them; 
a.t times a feeling in professionals that' the i r 'expert rse was bein^sJ igh Led'- 
or ignored; and for'papents, an op D ortun i ty ' for 'the first time to 'ventilate 
powerful feelings about past treatment from professionals, and the profound ' ' 
fact of being a parent of a hand rcappVd child. The working out -of a new 
role " f or ' one se' f , within the context of making crucial decisions about 
a chi/rd's present and future, Inevitably brought-vemot ion to the decision- 
making situation. . » - 



.One benefit<of deeper, more genuine parent Invol vemerrt: wis ip many- - 
cases a more just placement foV a child—more sto, quite frequently from the 
parents' perspective than, from the professionals'. For parents another 
benefit was a sense of renewed control over tbe.'ir. own anei their child's 
*life. .-Jn some cases, parents" who became active in decision-making on behalf 
of their own child cfcme into Contact with other .'.parents t ry i ng.- to •dg the same 
or who had^al ready done so--they Entered 1 the '^community" of parents gf 

in many 



handicapped children and felt part of a •cbmraun i ty for th* first-timer 
years. >■ • 



Most teachers of children 5 in our, study ; reco'gn i zed both 'the posts'and" 
the benefits of genuine parent invol vei&enf, 'an'd they both appreciated and 
resented" active parents. All teachers recognized parent involvement as 
a key provision of P.L. 94-142, and sincere .most common attitude to imple 
menting the Act was compliarfce with 1 the minimum of 'necessary disruption, we 
never foWi any overt resistance to paVent involvement' ~ ■ 
was presewts^even covertly, parents picked it up' and 



But when 
responded. 



resentment 
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* The-parent i nvol vement* prov i s ion of P.L. 94- 1 42 mandated a number of 
admmistrat i ve mechanisms to ensure parent involvement in their children's 
programs. These include adequate prior notification of meetings regarding 
their child's program (planning/ decision-making, Review), notification 
before any planned changes in daU/ pr weekly program, access to all records 
kept on their chMd, and efforts to time meetings so parents can attend. 
Even more basic, parents are tp be informed of all the above and 'related 
rights for them and their children under P.L..94rl42. We have noted a 
number of trends in development of these mechanisms in our cases. The 
trends general ly^ relate to school efforts to satisfy the intent as well as 
'the letter of the-law. 

J* 

r We have foi^nd that the schools generally 'do not take an active role 
in informing parents of .their and their children's rights, although school 
staff willingly provide information when a^ked. This is in compliance wixh 
the letter of P.L. 94-142, although perhapsntot the intent, si/ice schools 
are not required to 'be* act i ve here. Most of bur study parents picked up 
information on P.L. 94-142 from other parents of handicapped children, in 
parent-support groups, or from advocates. None* 6f our parerit^ are fully aware 
of- all the provisions o&PJ.. 9^-142; some have full knowledge of selected 
provisions,' some have a general sense of the requirements and intent of the 
'law.' In general, our study parents have acquired information on particular 
provisions on a. "need- to- know" basis: our least'act'ive parents probably 1 J 
ha\^ least^knowledge of their rights under the law. (It is hard to know.; 
which is cause and which is effect here, although we have found>the "need- 
to-know" incentive a strong one.) , In the area of informing parents about 
the law, the'schools have generally met the letter rather than the spirit 
of the 1 aw. 

In very rew cases have the prior notification or access to records 
requirements not been met. In almost all our cases, efforts have been made 
to arrange meetings so that at ieast one parent cou^d attend. When necessary,' 
parents ha\^e been consulted by p^ione. The intent as well as the letter of the 
law was clearly met in this are/. With respect* to records a more complicated 
picture emerges. Probably only one- family had full copies of everything in 
a child's school* records , although most of our familie^have some of the 
documents in .their ch,ildren'.s fiies. Scnools clearly take a reactive oosition 
in this area, probably fearing the time and cost involved in voluntarily 
providing records to parents. In a few of our cases, parents have not been 
aware that school systems often have two ♦files on h'and icaDDed* ch i 1 dren--a 
regular filfe ana a soeciai education file. Thus, they have sought information 
from what they thought was the only file. Also* not. being given a list of 
• what was in the files^, some of our parents have not-known what to ask for. 

Generally, our study parents have been informed of evaluations and 
received reports of evaluation findings. In only a few instances have ' 
evaluations been conducted without the parents' knowledge or consent. 
"Rarely are evaluation findings translated into non-technical language, 



* and this has frustrated parents in almost all our cases. Parents of 

mental ly;impai red children in our study find numerical scores of I.Q., M 
D.Q. (developmental quotient), or abilities particularly frustrating. * 
One parent spoke for a number of others when she noted a tendency for 
most evaluation reports to focus .on what a child can't do, rather than 
^what he can do (the exception being developmental profiles). 

PerRaps the clearest single 'indicator of the impact of the parent 
involvement provision, of P.U 94-142 on our study families has been the * 
, natupeof the^process of # IEP and IEP review meetings. The IEP meeting by 
its very Mature is extremely, stressful for parents. As one mother noted 
a group of * profess iona 1 s are sitting around a table discussing the future 
of your child." The professionals' control over that child's future, their 
authority and status, and their numbers—one parent is usually surrounded 
by five or six professionals— makeW difficult for parents to assert 
their perspectives. .<■ ' *W 1 • 

.One of two pat terns^f- interaction was evident at most IEP meetings. 
In the first the parent is an integral part of the discussion, periodically • 
commenting on the issue of the moment. In the other, the professionals 
present and disguss material, with the parents remaining largely silent; 
. then, at some point, an advocate or one of the professionals asks: "What X 

do you .think, Mrs. and Mr. ^ ?" T he reasons for the presence 

<5f »? ne V the, other of these two patterns can be found in the structure of 
• the process outlined by the IEP chair, in the professionals' level of aware- 
ness of how .the' parents might be. feel Wig, and in the parents' own sense of 
^_ t^etr role at the meeting. . 

'*..*/.-••" • ' 

•4 _ T.1e general' stages of almost alV IEP meetings, except for those involving 
*** .g£» evinces, 'problems |n Drogram delivery, and related special matters, were: 

* presen'ta-tfon pFevaldation and progress reports, laying out of program options 
ft>r> th^-rfiSti^e^ djs.cussion of- -the options, and choice of one of the options 
f ^f 6 ^ me ^if et \ n § s s * cm-ldjs eligibility for special education services under 
one-6r |nother category was discussed, approved, or re-confirmed. This 

, general -meet i-,pg'' structure tended in-'all our cases to leave parents silent for_ 
■the s *first half of^ -the meeting ; therefore-, , the first interaction pattern descr7bed 
abotfe Rreaominated at most lEPs. The exceDtion occurred wnen parents were 
inyited N td share their" perspective on a- child's progress, or when the parents 
Inserted themselves into the presentation. 

. We found that when Darents were as<ked concrete, specific questions, and ' 
shared concrete information integral to pec is ion-making, then they were 4 truly 
involved ig^teg. is ion-making. Also, when it was apparentNthat the professionals 
at the table are actually listening to and considering whaXthe parents were 
saying and not Just, being polite, then the parents were tri iTy\ii nvo 1 ved in 

.decision-making. When the school psychologist at one recent lEPXsked - -<sr 
the parents not to just note what they wanted but to explain why they^thought a 

■child should be in a regular first grade class, the parents made a fundamental 

* ' 
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■ contr.but.on to that meeting/ Unfortunately, parents are too fearful 

X JZ V Slm L t0 ° UPSUre ° f h ° W t0 bring P^entsjnto tne discussion 

Cn most cases. Thus, integral involvement of parents in planning, decision- 

mak.ng and rev.ew meetings .s oneimpact of P.L. 94-142 yet to be fully felt. 

All of our study parents are significantly more involved in planning 
for. and decid.no about the educational program of the i r .hand icapped children 
han they would have been if their rights were not defined in law. Because 
fcthe changes in relationships mandated and implied in P L 94-142 are 

S" 1 !;^.-' iS l ° understand wh Y both parents and professionals are 

still struggling to come to terms .with those changes in late I98O. The imoo- 

n% P Ln°rlT tT" 9 ^ 9 ^ ^ * VidenCe ,n ° ur CaSeS is that > ex "P< '".rare 
"Stances, they are °st ri/gg 1 ,ng. As parents have become more i nvol ved „ too , 

h.s invo vement has both enhanced their sense of self as decision-maker, and 
led to more effective programs for their chi.ldren. 

• * 

•J; Concl us ions 

' rhpir'f tn™' , *' , 'i 9 - - impaCt ° f P ' L - 9/ *- !/ * 2 ^ nine handicapped children and 

1 Villi l' eS 1,Vln ? one count V in dichigan,. we have by no means provided 
a veh.cle for survey** the effects of that law on the general po^lation of 
, handicapped indiv.duals. Rather, we have provided a vehi.cle for a smaH 
number of famil.es and -those serving them to share their exoeriences in 
coming to understand their rights and respons ibi 1 i ties.under the law, and 
then attempnng to translate that understanding into n^ew oatterns of behavior 
and interaction. Tne strength of our study has been in the aeoth to which 
we have had tne opoortunity to go, thanks to the openness and sense of" 
responsibility of both parents and professionals. 

We have come to agree with Edwin Martin, after working with our case 
families for two years, that P.L. 94-142 is indeed the most important" 
leg. slat. on for the handicapped ever passed. We have observed 'f i rsthand 
the human impact of that legislation. Painful adjustments have had to be 
made. R.ghts spelled out in the law have still had to be fought- for in 
some cases. Resources have had to be found bv schooMdistrlctS 'o n ev 
n^!. lb,1, i ieS: Teacners nave haa to flna ears to listen to oarents," ana 
Zllf Tit* t0 , eXpreSS their ideas and feelirtgs. Hand icapped- chi Idren 
have found themselves ,n at least some cases, more clearly in the mainstream 
of educational and social -life. - 
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